—
JONKOPING UNIVERSITY

School of Eaucation and

Communicatior

Psychosocial Support Around Death, Dying,
and Grief for Children with Intellectual
Disabilities in Pediatric Palliative Care

An Empirical Study

Maria Bonin

Two-year master thesis 15 credits Supervisor
Interventions in Childhood Helena Taubner
Spring Semester 2023 Examiner

Nina V. Gunnarsson



SCHOOL OF EDUCATION Master Thesis 15 credits

AND COMMUNICATION (HLK) Interventions in Childhood
Jonkoping University Spring Semester 2023
ABSTRACT

Author: Maria Bonin

Psychosocial Support Around Death, Dying, and Grief for Children with Intellectual
Disabilities in Pediatric Palliative Care
An Empirical Study

Pages: 35

Many children with life-limiting health conditions in pediatric palliative care have cog-
nitive impairments or intellectual disabilities (ID). They are confronted with their own
death and need adapted psychosocial support. The assumption that children with ID
might not understand death and dying can lead to limited support. Little is known about
psychosocial support in pediatric palliative care around death, dying, and grief for this
population. The study aimed to capture professionals' experiences in supporting children
with ID in pediatric palliative care around topics of death, dying, and grief. Seven pro-
fessionals who worked in pediatric palliative care in Germany were interviewed utilizing
a qualitative research approach with semi-structured interviews. Inductive thematic anal-
ysis was used, and three major themes were identified: Communication about death and
dying involves both verbal and non-verbal means, Child-centered interventions are em-
ployed to enhance the child's well-being, and Personal factors of involved individuals
influence the support provision. The provided support was highly individualized to chil-
dren's needs. Communication difficulties were identified as a challenge for professionals
when providing psychosocial support for children with ID. Children's health condition
and functioning, parents' beliefs, and professionals' attitudes towards ID and uncertainty
about children's needs were identified as crucial factors influencing support provision
for children with ID. The need for further research was highlighted.

Keywords: pediatric palliative care, psychosocial support, children with intellectual disabili-

ties, death

Postal address Street address Telephone Fax
Hogskolan for larande Gjuterigatan 5 036-101000 036162585
och kommunikation (HLK)

Box 1026

551 11 JONKOPING



Table of Content

1 Introduction 5
2 Background 5
2.1 Children with ID in Pediatric Palliative Care 5
2.2 Palliative Care in Germany 6
23 Children with ID and Support Around Dying, Death, and Grief 7

3 Study Rationale 9
4  Aim and Research Questions 9
5  Theoretical Framework 9
6  Method 11
6.1 Study Design 11
6.2 Sample Selection 11
6.3 Instruments 12
6.4 Data Collection 13
6.5  Data Analysis 13
6.6 Role of the Researcher 13
6.7  Credibility, Trustworthiness, and Transferability 14
6.8 Ethical Considerations 14
6.8.1 Confidentiality 14
6.8.2 Informed Consent 14
6.8.3 Possible Risks 15

7  Results 15

7.1 Communication About Death and Dying Involves Both Verbal and Non-Verbal

Means 18
7.1.1  Child-Friendly Media Facilitate Communication About Death and Dying 18
7.1.2 Incidents Facilitate Communication About Death and Dying 19

7.1.3  Children's Individual Death Perception is Used for Communication About Death
and Dying 21
7.2 Child-Centered Interventions are Employed to Enhance the Child's Well-Being 21



8

10

11

12

7.2.1 Activities and Trips are Used to Make the Child Have a Good Time
7.2.2 Being There is a Key Factor of Psychosocial Support

7.2.3  Various Forms of Therapy are Utilized for Psychosocial Support
7.2.4 It is Important to Empower Parents to Support Their Child

7.3 Personal Factors of Involved Individuals Influence the Support Provision

21
21
22
22
22

7.3.1 The Support is Dependent on the Individual Needs and Condition of the Child 23

7.3.2 Addressing the Issue of Death and Dying Depends on the Parents' Wishes
7.3.3  Support Provision is Influenced by Professionals' Attitude and Approach

24
24

7.4  Barriers and Facilitators in Supporting Children with ID Around Dying, Death, and

Grief
Discussion
Limitations
Future Research and Practical Implications
Conclusion

Appendices

Appendix A: Information Letter and Consent Form
Appendix B: Interview Guide
Appendix C: Themes, Categories, and Sub-Categories with Examples

26

27

33

34

35

44

44
47
48



1 Introduction

Individuals with intellectual disabilities (ID) are at risk of dying at a younger age and have a
shorter lifespan in comparison to the rest of the population (Heslop & Glover, 2015; Lauer &
McCallion, 2015). They face various barriers to accessing and receiving palliative care. Pro-
fessionals with specialized knowledge are required to satisfy the needs of this population
(Adam et al., 2020; Tuffrey-Wijne et al., 2016).

It is often assumed that children with ID are not capable of comprehending death and dying,
which can result in exclusions from discussions and support around death-related issues
(Sormanti & Ballan, 2011). Psychosocial support for children with ID needs to be adapted to
their needs to provide the best possible care for this vulnerable group in palliative care (Duc et
al., 2017). Official and formal guidance regarding psychosocial support for children with ID in
pediatric palliative care is limited (Adam et al., 2020; Chambers, 2018). The few available
guidelines are based on case reports and recommendations, mostly focusing on adults with ID
or with insufficient evidence (Tuffrey-Wijne et al., 2013; Tuffrey-Wijne et al., 2016). Little is
known about psychosocial support for children with ID in pediatric palliative care settings
(Lindley et al., 2017). Capturing professionals' experiences can provide insight into ways to
support children with ID around death, dying, and grief in pediatric palliative care.

2  Background

2.1 Children with ID in Pediatric Palliative Care

About half of the children with life-limiting health conditions are considered to have cognitive
impairments or intellectual disabilities (Feudtner et al., 2011). According to the American
Psychiatric Association (2022), intellectual disability is “a disorder with onset during the de-
velopmental period that includes both intellectual and adaptive behavior deficits in conceptual,
social, and practical domains”. Although children with ID often face life-limiting health con-
ditions, they are under-referred to palliative care and tend to experience limited access to it
(Dunkley & Sales, 2014; Lindley et al., 2017). Little is known about appropriate and adapted
end-of-life support for children with ID in pediatric palliative care. Life-limiting health condi-
tions are illnesses for which there is no realistic chance of cure and death is inevitable
(Chambers, 2018). Some life-limiting conditions lead to progressive deterioration, which
makes the child increasingly more dependent on carers. Children with life-limiting and life-
threatening conditions can be distinguished into four groups, with cases of severe disability in

category 3 and 4, with no distinction made in the form of disability (see Figure 1).



Figure 1
Four groups of life-limiting and life-threatening conditions by Chambers (2018)

Life-threatening conditions for which curative treatment may be feasible but can fail, where
access to palliative care services may be necessary when treatment fails, irrespective of the
duration of that threat to life. On reaching long-term remission or following successful curative
treatment there is no longer a need for palliative care services.

Examples: cancer, organ failures of heart, liver, kidney, transplant and children on long-term
ventilation.

Conditions where premature death is inevitable, these may involue long periods of intensive
disease-directed treatment aimed at prolonging life and allowing participation in normal
activities. Children and young people in this category may be significantly disabled but have
long periods of relatively good health.

Examples: cystic fibrosis, Duchenne muscular dystrophy and SMA Type 1.

Progressive conditions without curative treatment options, where treatment is exclusively
palliative and may commonly extend over many years.

Examples: Batten disease, mucopolysaccharidoses and other severe metabolic conditions.

Irreversible but non-progressive conditions causing severe disability leading to susceptibility to
health complications and likelihood of premature death. Palliative care may be required at any
stage and there may be unpredictable and periodic episodes of care.

Examples: severe cerebral palsy, complex disabilities such as following brain or spinal cord injury.

The combination of life-limiting conditions and disability adds complexity to the palliative
care provision (Chambers, 2018). Duc et al. (2017) report that children with life-limiting con-
ditions often have undiagnosed ID. The comorbidity between life-limiting conditions and ID
makes it difficult to distinguish between officially diagnosed ID and limited cognitive func-
tioning due to the illness. Therefore, when this study refers to children with ID, it also includes
children with limited cognitive functioning due to their illness.

Palliative care is a crucial part of integrated and person-centered health care that aims to relieve
serious health-related suffering in physical, psychological, social, or spiritual aspects (World
Health Organization, n.d.). The suffering and health issues may have various causes, for exam-
ple, cancer, organ failure, and end-stage chronic illnesses. Children in pediatric palliative care
often suffer from rare diseases for which there is a lack of empirical data on the course of the
disease (Kronberger-Vollnhofer & Nemeth, 2016).

2.2 Palliative Care in Germany

Palliative care is an integrated part of the healthcare system in Germany and is available to
persons with serious and life-limiting illnesses, including children. People who are seriously
ill and are dying have the right to receive specialized palliative care, which aims to alleviate

the consequences of an illness when there is no longer any prospect of cure



(Bundesministerium fiir Gesundheit, 2022). Approximately 1,500 ambulant palliative care pro-
viders exist in Germany, of which 157 are pediatric palliative care services for children and
young people (Deutscher Hospiz- und PalliativVerband e.V., n.d.; Deutscher
Kinderhospizverein e.V., n.d.). Additionally, there are 260 hospices for adults and 19 hospices
for children, adolescents, and young adults, and 4 palliative care units in hospitals for children
and young people.

There is no register in Germany for children with a life-threatening disease (Zernikow et al.,
2017). However, the current prevalence range of life-threatening and/or life-shortening dis-
eases in children and young people aged 0-19 years in Germany is between 319,948 and
402,058 affected individuals (Jennessen & Burgio, 2022).

Pediatric palliative care aims to support children, adolescents, and young adults with life-lim-
iting illnesses, their families, and relatives. The duration of care provision for a child with a
life-limiting disease is significantly longer than for adults. Pediatric palliative care provision
often includes several stays over a longer time to relieve the family and provide professional
support (Bundesministerium fiir Gesundheit, 2022). It can start from the moment of diagnosis
and continue over a very long period. Pediatric palliative care aims to ensure that children and
their families get the needed support to deal with the psychological, physical, emotional, and
spiritual impact of the illness while maintaining a high quality of life (Kronberger-Vollnhofer
& Nemeth, 2016). Pediatric palliative care is highly individualized and adapted to children's
and their family's individual needs (Zernikow et al., 2017).

Pediatric palliative care pursues the goal of enabling young people with life-limiting illnesses
to live a dignified and self-determined life until the end. An essential aspect is enabling them
to deal with the issues of illness, dying, death, and grief. That includes psychosocial support,
counseling, and promotion of self-help for young people and their relatives (Deutscher
Kinderhospizverein e.V., n.d.; Globisch, 2022). Psychosocial support describes different ser-
vices provided to individuals in pressing need, aiming to help them cope with a serious disease
or distress (American Psychological Association, n.d.). This might include support from psy-
chologists, social workers, and counselors, in the form of education, spiritual support, and
counseling, among others. Zernikow et al. (2017) highlight the communication about death and
dying as the most challenging aspect of support provision for children and their families.

2.3 Children with ID and Support Around Dying, Death, and Grief

Psychosocial support for children with ID is of great importance since they might have diffi-

culties understanding dying, death, and grief and communicating about it (Duc et al., 2017).



The assumption that children with ID are not able to comprehend the inevitability, irreversibil-
ity, and finality of death can result in exclusions from information and support around death
and grief (Dodd et al., 2005; Dodd & Guerin, 2009). Although children's understanding may
be influenced by the degree of their disability, they can be confronted with and affected by
death, dying, and grief (McClean & Guerin, 2019).

The comprehension of death requires three components: non-functionality (all functions of the
body stopped), irreversibility (finality of death), and universality (all living things will die)
(Speece & Brent, 1984). Typically developing children usually understand these aspects be-
tween ages five to seven. But before the age of ten, children cannot fully comprehend the con-
cept of death, according to Speece and Brent (1984). However, empirical evidence regarding
children's comprehension of dying and death is limited (Downing et al., 2015).

Dyregrov (2008) highlights children's considerable capacity for coping with challenging cir-
cumstances if adults provide support, including insight into what is happening as well as infor-
mation provision. Clear explanations and concrete discussions were found to facilitate under-
standing of dying and death (Ducy & Stough, 2018). In Western societies, children are increas-
ingly isolated from death topics in their everyday life (Longbottom & Slaughter, 2018). Chil-
dren learn about death through direct exposure to it, conversation about death, and the portrayal
of death in media and art. Jalmsell et al. (2015) report that providing good palliative care to
children requires honest and open communication about death. Communication is hereby
mostly initiated by the child and narratives like stories and movies are utilized for explanation
and approaching the topic. Euphemisms in media, however, can hinder children’s understand-
ing and may imply the deceased can return (Longbottom & Slaughter, 2018). Dying children
might plan their funerals and graves as a preparation for death (Jalmsell et al., 2015). A com-
mon way of support is communication about dying and death, which can be challenging for
children with ID who often face communication difficulties.

According to Article 13 of the Convention on the Rights of the Child, all children have the
right to receive information in their chosen way of communication (United Nations, 1989).
That is also highlighted in the Convention on the Rights of Persons with Disabilities with a
focus on the right of individuals with disabilities to receive information equally with others
(United Nations, 2006). Consequently, it is of particular relevance that professionals in pallia-
tive care find a way of informing and communicating with children with ID about issues related

to death, dying, and grief.



3 Study Rationale

Research about the intersection of palliative care and children with ID is limited (Duc et al.,
2017). Studies on psychosocial support for children with ID in pediatric palliative care around
death, dying, and grief are not available. Existing research about psychosocial support focuses
on adults with ID (Lord et al., 2017), and the issue of communicating death and dying (Foo et
al., 2021; Tuffrey-Wijne et al., 2020; Tuffrey-Wijne et al., 2013; Wiese et al., 2013; Wiese et
al., 2014). Limited research is available about grief support outside of palliative care for chil-
dren with ID when a relative died (Ducy & Stough, 2018; Haider & Zaman, 2022; McClean &
Guerin, 2019).

Children with ID in pediatric palliative care are confronted with their death and questions may
arise. They have the right to receive information regarding their condition (United Nations,
1989), even though their disability might have an impact on death comprehension. To meet the
needs of children with ID and provide support in an appropriate way, specific knowledge of
professionals is required. More research is needed to create evidence-based guidelines for sup-
porting children with ID in pediatric palliative care. This study can provide insight into profes-
sionals' experiences in providing psychosocial support for children with ID in palliative care
around dying, death, and grief.

4 Aim and Research Questions

This study aimed to examine professionals' experiences in supporting children with ID around
dying, death, and grief in pediatric palliative care settings in Germany. Professionals included
social workers, nurses, educators, and therapists who directly worked with a child with ID in
pediatric palliative care.
The following research questions were addressed in this study:
1. How do professionals in palliative care support children with ID around dying, death,
and grief?
2. How do professionals communicate with children with ID about dying, death, and grief
in palliative care?
3. What are the facilitators and challenges that professionals experienced when supporting
children with ID around dying, death, and grief in palliative care?

5 Theoretical Framework

The conceptual framework for complexity in palliative care by Pask et al. (2018) was used for

discussing the results of this study. The complexity was identified on different ecological lev-
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els, including the person with changing and dynamic conditions and needs, the person’s inter-
action with healthcare professionals, setting, and family, as well as influences on the societal
level.
The conceptual framework is based on Bronfenbrenner's ecological framework (Bronfenbren-
ner, 1994). The ecological levels of Bronfenbrenner's framework (micro-, chrono-, meso-, exo-
, and macrosystem) are applied to palliative care, based on collected data from patients, fami-
lies, and professionals by Pask et al. (2018) (see Figure 1):
Microsystem: The microsystem refers to the person with their characteristics and needs,
including physical, psychological, social, spiritual, information, and communication
needs. Individual characteristics like disability, age, resilience, or illnesses are also con-
sidered.
Chronosystem: The chronosystem refers to changes over time regarding patient needs and
health. That also includes the uncertainty regarding conditions and care needs, which may
change quickly for people receiving palliative care.
Mesosystem: The mesosystem describes the patient's interactions with other people and
settings, including professionals, family, and the environment of care like hospice, ambu-
lant palliative care, or hospital.
Exosystem: The exosystem comprises services and systems in which the person is not di-
rectly involved but is influenced. In this case, it describes the coordination of palliative
care, the interdisciplinary approach of involved professionals, and their received educa-
tion.
Macrosystem: The macrosystem represents the societal and cultural context where all the
other systems are located. That context includes the organization of palliative care and the
healthcare system in general, policies, cultural values, beliefs, and stigma.
This conceptual framework allowed capturing the complexity of individual needs and various
factors influencing support provision in palliative care. Models of care for children in palliative
care are limited (Downing et al., 2015), and frameworks focusing on the needs of children with
ID in palliative care are not available. However, the complexity of palliative care is represented
in the conceptual framework of Pask et al. (2018), considering the perspectives of profession-
als, families, and patients. That allows individual adaptation and therefore it was used in this
study, although the needs of children with ID are not considered in this framework.
The presented framework by Pask et al. (2018) was utilized to map the complexity of support
in palliative care, considering different factors that may influence the support, if they were

mentioned by the participants of this study.
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Figure 1
The framework of complexity in the palliative care context by Pask et al. (2018)
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6 Method
6.1 Study Design

A qualitative study design with semi-structured interviews was applied to meet the aim of this
study. Qualitative approaches can provide detailed descriptions of healthcare professionals' ex-
periences in supporting children with ID in palliative care. Capturing participants' experiences
and individual reality is a crucial aspect of qualitative research (Creswell, 2009). It may facil-
itate the improvement of healthcare, especially in terms of patient needs and psychosocial sup-
port (Leung, 2015).

6.2 Sample Selection

Participants were selected using a purposeful sample technique. Participants were sought who
could provide the most meaningful information on the issue of interest (Lapan et al., 2012;

Vanderstoep & Johnson, 2008).
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Twenty-one pediatric palliative care providers were contacted via phone or e-mail to find po-
tential participants. The person in charge of the institution was contacted and worked as a gate-
keeper to recruit participants in the institution. An information letter about the study was at-
tached to the e-mail or sent after the phone call. The contacted institutions were located in
different parts of Germany.

Seven participants agreed to participate in this study and received the information letter with
an attached consent form (see Appendix A). All participants were working in pediatric pallia-
tive care settings during the process of data collection. Participants met the following inclusion
criteria: They had work experience in a pediatric palliative care context in Germany and sup-
ported children with ID around dying, death, and grief. The participants had experiences in
psychosocial support for at least one child with ID. All participants worked in a children's

hospice. Information about the participants is provided in Table 1.

Table 1
Participants
Partici- Professional background and role Work experience in
pant IN palliative care
P1 Social worker, bereavement and end-of-life coun- 10 years
sellor, head of the pedagogical team
P2 Music therapist, part of the pedagogical team 5 months
P3 Educator, part of the pedagogical team 5 years
P4 Educator, head of the pedagogical team 8 years
P5 Nurse, bereavement counsellor, part of the bereave- 5 years
ment support team
P6 Nurse 4 years
P7 Pediatric nurse, family counsellor and therapist, al- 16 years

ternative practitioner
Note: IN = identification number

6.3 Instruments

A semi-structured interview guide was developed to meet the aim of the study (see Appendix
B). The interview guide aimed to capture participants' experiences in supporting children with
ID, possible barriers, and facilitators. The interview questions were organized into six topics,
covering the following aspects: background (work experience, profession), general support
(content of support, case description), support needs (influence of disability on support needs
and provision), communication (way of communication, tools, death conversation), facilitators
(helpful in supporting children with ID), and barriers (challenges, problem identification). The
interview guide was first developed in English and then translated into German. The German

version of the interview guide was used during the data collection.
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6.4 Data Collection

Data for this study was collected in semi-structured interviews on the video call platform
Zoom. The participants were asked which time is convenient for them to share their experi-
ences. The interviews were conducted in German and lasted between 30 to 50 minutes.

All interviews were audio recorded, and notes were taken during the interviews to document
impressions and follow-up questions. After each interview, the researcher reflected on the in-
terview and documented impressions and thoughts. Field notes during and after the interviews
can support researcher's interpretation of the findings (Merriam, 2009).

6.5 Data Analysis

The software NVivo was used for the interview transcription and data analysis (QSR
International, 2023). Emotional reactions were transcribed additionally to the semantic content
of the interview to capture potential latent processes (Lapan et al., 2012). Latent themes could
be underlying assumptions, ideas, and conceptualizations of the participants (Braun & Clarke,
2006). All participants were asked if they want to review the transcript and their given answers,
to ensure the accuracy of the transcription. Three participants agreed and confirmed the inter-
view transcription.

The collected interview data was analyzed by applying inductive thematic analysis, following
the guideline of Braun and Clarke (2006). The focus of the analysis was on the semantic con-
tent. However, the latent content was taken into account when considering the attitudes of the
participants. The transcriptions were read multiple times and analyzed continually, which in-
cluded open coding, category creation, and the development of abstract themes. Codes, sub-
categories, and categories were developed directly from the data to identify relevant content
and evolve an appropriate interpretation of findings (Leavy, 2017). Citations from participants
were used to define categories and sub-categories. The final themes, categories, sub-categories,
and representative examples were translated into English. An external person who is bilingual
in German and English verified the translation.

6.6 Role of the Researcher

Qualitative methods require researchers' reflection on their experiences, assumptions, values,
and role in the research process to clarify biases that can influence the results (Creswell, 2009).
The researcher of this study did not work in palliative care settings when the study was con-
ducted. Palliative care providers and participants in this study were not known to the researcher
before the research process. The researcher, however, worked as a volunteer in a children's

hospice and a palliative care provider for adults. A certified course for counseling and support
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for dying adults and their relatives was completed, which focused on bereavement counseling
as part of a volunteer position. The researcher's experiences may have shaped perceptions about
palliative care provision, which were critically reflected upon by the researcher throughout the
research process.

6.7 Credibility, Trustworthiness, and Transferability

Credibility and Trustworthiness describe the appropriateness of the research method, pro-
cesses, and the collected data to meet the aim of the study (Leung, 2015). Including the re-
searcher's ability to use methods that capture participants' views and reality, to enhance the
trustworthiness of the findings (Denzin & Lincoln, 2017). Transparency and a systematic re-
search process enhance the study's quality and the validity of the results (Meyrick, 2006). To
ensure the authenticity and trustworthiness of the collected data, interview transcripts were sent
to participants. The research process and creation of categories and themes were discussed
continuously with another researcher to reduce personal bias and increase the trustworthiness
of the process. The data analysis was performed with the original interview transcripts and only
the results were translated into English, to avoid threats to the credibility of the process. The
researcher translated all quotations which were reviewed and confirmed by an external person
who is bilingual in English and German, to increase the trustworthiness of the translated ex-
amples. Thick descriptions and many examples from the data were used to enhance the trust-
worthiness of the findings, as well as clarification of the researcher's potential bias.

6.8 Ethical Considerations

6.8.1 Confidentiality

It is the researcher's responsibility to protect the rights, needs, and values of the participants
throughout the whole research process (Creswell, 2009). The collected interview data is confi-
dential and only accessible to researchers. Personal information, including names and contact
details, was stored separately from the interview recordings and transcriptions to ensure confi-
dentiality. The names of participants, children, and places were made unrecognizable already
during the transcription. Participants' identification numbers were used from the beginning of
the transcription process to not allow any conclusions to be drawn about their identity.

6.8.2 Informed Consent

Informed consent is crucial to ensure that every participant is informed about the research pro-
cess, possible risks, and their rights and that they understood the provided information (Vander-
stoep & Johnson, 2008). All participants received an information letter about the research and

confirmed orally or in writing that they understood the information and agreed to participate
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(see Appendix A). The oral consent was recorded before the interviews started. The infor-
mation letter was written in German and included details about the study aim, the researcher's
background and contact details, data collection, possible risks and benefits of participating, and
confidentiality of the data.

6.8.3 Possible Risks

It is the researcher's responsibility to reduce participant risks and increase the benefits of par-
ticipating in the study (Lapan et al., 2012). Potential harm to participants needs to be assessed
by the researcher and shared with the participants (Creswell, 2009). In this study, participants
were not at risk of physical or psychological harm, since they were asked to share their work
experience. All participants worked in pediatric palliative care, so they were confronted with
death and dying and trained in that field. However, sharing experiences connected to death,
dying and grief may evoke negative memories and emotions. Participants were informed that
they can decline to answer certain questions if they wish to and that they can withdraw at any
time from the research.

7 Results

Following an inductive thematic analysis, three main themes were identified, which were fur-
ther specified in categories and sub-categories (see Table 2). Psychosocial support around
death, dying, and grief was provided to children with ID in different forms, however, the com-
munication about death and dying was highlighted by the participants as a vital and challenging
aspect of support. An overview of themes, categories, and sub-categories with examples is
given in Appendix C. The first theme Communication about death and dying involves both
verbal and non-verbal means answered the first and second research questions “How do pro-
fessionals in palliative care support children with ID around dying, death, and grief?” and
“How do professionals communicate with children with ID about dying, death and grief in
palliative care?”. It was further divided into three categories Child-friendly media facilitate
communication about death and dying, Incidents facilitate communication about death and
dying, and Children's individual death perception is used for communication. The second
theme Child-centered interventions are employed to enhance the child's well-being answered
the first research question and captured various support provided by professionals. It included
the categories Activities and trips are used to make the child have a good time, Being there is
a key factor of support, Various forms of therapy are utilized for psychosocial support and It
is important to empower parents to support their child. The third theme Personal factors of

involved individuals influence the support provision captured aspects that affect psychosocial
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support. The three categories within that theme were The support is dependent on the individual
needs and condition of the child, Addressing the issue of death and dying depends on the par-
ents' wishes and Support provision is influenced by professionals' attitude and approach. Fa-
cilitators and barriers were summarized at the end to answer the third research question “What
are the facilitators and challenges that professionals experienced when supporting children with

ID around dying, death, and grief in palliative care?”.



Table 2

Themes, Categories and Sub-Categories

17

Themes

Categories

Sub-categories

Communication about death and dying involves both
verbal and non-verbal means

Child-centered interventions are employed to enhance
the child's well-being

Personal factors of involved individuals influence the
support provision

Child-friendly media facilitate communication
about death and dying

Incidents facilitate communication about death and
dying

Children's individual death perception is used for
communication

Activities and trips are used to make the child have
a good time

Being there is a key factor of support

Various forms of therapy are utilized for psycho-
social support

It is important to empower parents to support their
child

The support is dependent on the individual needs
and condition of the child

Addressing the issue of death and dying depends
on the parents' wishes

Support provision is influenced by professionals'
attitude and approach

Death communication took place when another child died

Communication took place in form of goodbyes and preparations
before the child’s death

Professionals’ fear and grief can influence the support provision

Sensitivity of professionals is required to detect children’s needs

Professionals' attitude towards children's capacity to understand
death influences the support provision

17



7.1 Communication About Death and Dying Involves Both Verbal and
Non-Verbal Means

Communication was found to be a crucial part of psychosocial support around death,
dying, and grief. Participants mentioned various approaches to death communication,
the utilization of media, incidents, and children's ideas about death. The form of com-
munication was always individually adapted to the child's perceived needs and com-
munication abilities.
Communication with non-verbal and severely disabled children happened a lot through
body language and eye contact, which was interpreted by the professionals. Profession-
als responded verbally or with physical contact to the perceived needs of the child. They
described that it requires a lot of patience and empathy, and it was easier to respond to
the needs when they knew the child. However, all participants mentioned that it can be
difficult to identify the need for addressing death and dying in non-verbal children. P1
mentioned the dilemma of professionals wanting to address needs, but not being sure
what the child really wants:

I don't have to say that they are dying now, but I can only say I understand. So

that's what I often say, I think [ understand. I don't know a hundred percent what

you want to tell me now, but I think I understand.
Children who were able to communicate verbally confronted the professionals some-
times with direct conversations about their death. Besides planning the funeral, some
children asked about their illness and how it is going to end. Such conversations were
often quite short, integrated into activities, and direct, like in an example given by P7:
“My grandma is dead... She's gone. Will I be gone too?”. Direct and verbal communi-
cation about their death and dying, however, needed to be initiated by the child to not
confront them with the difficult topic when they were not ready to talk about it.
7.1.1 Child-Friendly Media Facilitate Communication About Death and Dying
Stories, books, symbols, and play were mentioned by the participants as child-friendly
ways of addressing death and dying. The tools facilitated death communication and
allowed the children an easier approach to the topic of death and dying, always leaving
room for the child's own imagination.

And a lot of the work happens over symbols, over stories, which, which... de-

velop a cautious framework for this topic... And we try to build some sort of a

bridge, so to speak, so that the children have the opportunity to deal with this
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topic on their own, depending on what is on their mind, and find a way to deal
with it (P4).
Stories and books were used by most participants to address the topic of death and dying
in an easily accessible way. They often had animal analogies and were integrated into
the support to provide the possibility for questions. Sometimes they were combined
with subsequent creative projects to further address the subject.
Symbols from nature were used to explain and demonstrate the changing nature of liv-
ing and dying. The caterpillar who becomes a butterfly, the growth and death of plants,
the change of seasons, and the constant transformation in nature were given as exam-
ples by the participants. Symbols were used in grief rituals and the general thematiza-
tion of death, since “in our nature there is always some sign to pick up on” (P7). In grief
rituals, symbols were made or used that were associated with the deceased child. Those
were sometimes placed in the coffin or kept as mementos. However, symbols or ex-
pressions that are embellishing or formulate an idea of what might be after death should
be critically considered and always reflected upon, according to P4. P4 also highlighted
the dilemma of child-friendly language and embellishment of death, because "symbols
are also a form of embellishment, definitely, but... Well, we try to approach it in such a
way that it is child-appropriate".
Play was mentioned as an important resource in capturing the emotional situation and
relevance of the subject for children, especially concerning non-verbal children. They
were able to express through play whether the subject of death is relevant to them at
the moment, to which professionals could then respond with appropriate support. With
verbal children, play was used to initiate conversations about death and dying, as de-
scribed by P3:
Sometimes there are hints in play, for example, when you realize, that one char-
acter, or that one doll, it feels like it's somehow dying every day, or the knights
are all just beating each other to death... Then you can already see hints, which
of course you can start with. Why is the doll dying now, or, why are the char-
acters killing each other all the time? That is always quite useful.
7.1.2 Incidents Facilitate Communication About Death and Dying
Death communication took place when another child died
The death of a sibling or another child in the hospice led to communication about death

and dying. Five participants reported a small number of cases where children with ID
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experienced the death of their sibling. This mostly happened when both children had
the same genetic disease. Honesty and clear language were mentioned by P2 and P4 as
a crucial part of death communication. They said it is important to say that the person
died, and all body functions stopped instead of using metaphoric language. Body con-
tact and seeing the deceased sibling was mentioned by P2 as a good way of working
with children with ID to help them realize that death has occurred:
If you just say it, you don't know if they understand, but then maybe if you have
the opportunity, like we do in hospice, to say, here your brother died, do you
want to go into the room again and look at him?... Or simply to leave the door
open and to signal to him, hey, your brother is in there, he has died, if you want,
you can go see him again. And then, yes, there's a lot more to it than just saying
that. Then he can look at him and can feel how he feels and then he realizes,
okay, my brother is completely cold (P2)
Professionals mentioned that it happened often that another child died while children
were staying in the hospice. Children with ID were also informed about the death of
another child if their parents agreed. For the deceased children, a grief ceremony was
usually carried out in the form of saying goodbye, singing, and escorting them out of
the hospice, where other children and families were allowed to join if they wished to.
Since hospice care starts with the diagnosis of a life-limiting disease, some families and
children met before, knew each other, and were involved in the ceremony.
Communication took place in form of goodbyes and preparations before the child's
death
Some children initiated conversations before their death in form of goodbyes or discus-
sions regarding their funeral. Some children who were able to verbally communicate
their wishes and planned their funeral with professionals or parents. P7 mentioned that
some children did not pass away until the parents had spoken to them again and given
permission to die when the parents had problems letting go. Most of the reported pre-
death communication was non-verbal due to the child's condition. Body language and
physical contact played a significant role in goodbye situations, as highlighted by P1:
And no matter if they can speak or show it, by holding hands or holding each
other, hugging and crying... [...] I didn't have to say any phrases to her, and I

didn't have to tell her how beautiful everything was, because we knew that. We
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knew we had a good time together, but we knew that we were saying goodbye
Nnow.
7.1.3 Children's Individual Death Perception is Used for Communication About
Death and Dying
Participants mentioned the need for being careful with presenting ideas of what happens
after death. However, if the child had an imagination of death, they worked with that
idea to facilitate the conversation. The death perception varied according to family be-
liefs, religion, and if a death in the family occurred. Meeting deceased grandparents
again was a perception mentioned by P1 and P7.
Especially with, with children who are also disabled, then it's also little things,
what they, what, when they tell you, yes, when I die or when my brother or my
sister dies, then I imagine it like this and like that. And then just go into it,
whether it's a rainbow bridge, at a lake somewhere, they have very special ideas
and so on. And I believe that simply responding to this is already the first step
towards making things better in any case. (P2)
7.2 Child-Centered Interventions are Employed to Enhance the Child's
Well-Being
Psychosocial support was not limited to communication about and around the topic of
death, dying, and grief, but also provided in form of activities, trips, crafts, and different
therapies to make the children feel good. Spending time with the children and being
with them was mentioned as a crucial factor of psychosocial support, as well as sup-
porting and involving the parents to enable them to support their child.
7.2.1 Activities and Trips are Used to Make the Child Have a Good Time
A main aspect of support for children in palliative care was to “simply have fun with
the children” (P4) and “making the kids have a good day” (P1). Activities and trips
were an important part of psychosocial support and were mentioned by all participants.
P2 emphasized the importance of activities for children by saying “I always notice that
through activities, through trips, through creative offers, you get much further in some
things than if you would talk™.
7.2.2 Being There is a Key Factor of Psychosocial Support
Being there with the child and spending time together was another crucial aspect of
psychosocial support. It was important to “simply signal to the child, I am here” (P2)

to build a relationship and trust. Especially when children were sad, worried, or afraid,
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the part of being there and not leaving the child alone with the worries became espe-
cially relevant. The presence was often combined with physical contact in the form of
holding hands. P4 gave the following example:
To accompany the child, to be there, especially when, for example, there is fear
of being alone in such a situation, that we can be there, hold hands and say you
can, I, I'll stay here sitting by the bed, I won't leave, I'll hold your hand, you can
close your eyes, I'll be there when you open them again. When the kids need to
get some rest. And I stay with you.
7.2.3 Various Forms of Therapy are Utilized for Psychosocial Support
The forms of therapy mentioned by the participants were music therapy, art therapy,
aroma therapy, and animal-assisted therapy. P2 mentioned that music and art can be
seen as aids so “children have the possibility to express something without language,
feelings, emotions”. Aroma therapy was utilized in the hospice because “you can also
support the emotions with aromas. So, there are brightening aromas, or... Yes, which
make everything easier or which help to process things or brighten the mood” (P5).
7.2.4 Itis Important to Empower Parents to Support Their Child
Psychosocial support for the child was often connected to parent support since they
were the primary contact, care, and support provider for the child. It was also important
to show the child that the parents were also taken care of. The professionals' role also
allowed showing parents new ways of interacting with their child, especially when the
treatment was not age-appropriate due to the disability. A crucial aspect of empowering
parents was to prepare them to discuss everything openly with their child, as mentioned
by P3:
And we also try to support the parents by saying, be open with your children,
explain it to them. It's not easy, but [...] it's not as bad as everything that children
paint in their minds from what they may hear only with one ear, or from what
they see on television, what death means, or from pages on the internet.
7.3 Personal Factors of Involved Individuals Influence the Support Provi-
sion
The presented forms of psychosocial support for children with ID were influenced by
different factors. P4 highlighted that the support “depends not only on the disease or
the intellectual disability, but also on all the other factors... Age, developmental stage,

family environment...”. The findings indicate that support provision was influenced by
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the child's condition and functioning, parent's beliefs and needs, and professionals' at-
titude towards ID and their approach.
7.3.1 The Support is Dependent on the Individual Needs and Condition of the
Child
The support provision was dependent on the child's health, disability, functioning,
needs, and on the type of stay. In pediatric hospice, there are both respite stays when
the children are not in an acute life-threatening situation and are relatively well, and
final stays in crisis situations or when the state of health deteriorates rapidly. Profes-
sionals mentioned that hospice care provision starts with the diagnosis of a life-limiting
disease and families might receive support over several years. Thus, the need for sup-
port around the topic of death, dying, and grief was often not there and other aspects
were in the foreground.
The child's functioning and the severity of the disability were mentioned by all partici-
pants as crucial influencing factors in support provision. Participants mentioned that
most children in hospice have limited cognitive functioning, except children with on-
cological or neuromuscular diseases. Since all children had different diseases, disabili-
ties, or functioning, participants emphasized the need to always adapt to each child
individually. The communication abilities of the child were the determining factor here,
since “you get almost no response from some children” (P1). That influenced the con-
tent and approach of support and, according to P6,
You really have to rely a lot on your instinct. On observation, of course, you
have to keep a close eye on the children and observe them very well in order to
see... If you don't know... we have some children who don't give you anything
in response, neither a smile nor anything else.
Support provision is “depending on what the children's needs are. That varies a lot”
(P4). Some children needed calm offers or discussions and others wanted activities,
depending on their preferences and situation. Limited functioning in communication,
however, often made it difficult to identify the child's exact needs. Professionals did
not address the child's death unless the child initiated the conversation. P4 stressed that
it is important to
don't follow your own impulses or... needs, but really always look exactly what
the child needs. So, it cannot be my need to talk about the death or the dying of
the child, but to see if it is really the need of the child. And if it is, what is the
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child's need and then respond accordingly, for example, if communication is
difficult, that we look for ways to make it possible.
7.3.2 Addressing the Issue of Death and Dying Depends on the Parents' Wishes
The background, religion, and death perception of parents played a significant role in
the support provision, especially regarding conversations about death and dying.
Whether professionals were allowed to address the topic of death and dying was largely
dependent on parents' wishes. All parents were asked how they handle this topic in the
family and how they want professionals to deal with it. In rare cases, parents did not
want the topic to be addressed at all, due to religious beliefs or to protect the child.
Some parents, however, asked the professionals to talk to their child about death and
dying when they were afraid of addressing the topic and some children preferred to talk
to professionals to not burden their parents. P7 said:
That is what you experience, every now and then, that the parents don't want to
talk about it... that... because, what we just had before, speaking things into ex-
istence when I talk about that. Sometimes it's also influenced by culture, that,
depending on the beliefs of the family, that you don't talk about death.... That
also happens from time to time, and then you have to see how to deal with it.
7.3.3 Support Provision is Influenced by Professionals' Attitude and Approach
Professionals’ fear and grief can influence the support provision
Fear among professionals of addressing death could influence the support provision,
because
if I'm afraid of it as an adult, then I ignore the sentence, grandma is dead, then
you can say, ah, did you love grandma? Has she been dead for a long time? Or,
what, what reminds you of your grandma? Or something. I can take that in... or
I can look out and say, oh, look how nice the sun is shining (P7)
Children would recognize if professionals cannot handle the conversation and would
not further address the topic. P2 also mentioned fear to address the topic directly in the
beginning by saying “I was afraid at the beginning when I met him to ask him, hey,
how do you deal with it, because he knew he was going to die”. However, all profes-
sionals said they would not avoid the topic of death and dying, since it is part of their
working life. Professionals reported that it can be challenging to provide support and
keep the professional role when they were also affected by the death and experienced

grief.



25

Sensitivity of professionals is required to detect children’s needs
Supporting children with ID around death, dying, and grief required a lot of sensitivity
and empathy of professionals, especially regarding non-verbal children. Since many
children could not express their needs verbally, professionals needed to be sensitive
and interpret the signals of the child. Many professionals said it is important to put
themselves in the child's position to assess potential needs. The need for constant re-
flection on their approaches and if they really understood and met the child's needs was
another important aspect of support. Patience was mentioned as a key factor throughout
the different forms of support, since it may take time to understand the child and find
ways of meeting the child's needs which also required some creativity. According to P2
“that's what's important, just this point of being patient, giving time and paying atten-
tion to small details”.
Professionals’ attitude towards children's capacity to understand death influences the
Support provision
The attitude towards the capacity of children with ID to understand death varied among
professionals and influenced their support provision. Many professionals mentioned
that since they did not know what the non-verbal or severely disabled children could
understand, they communicated with them like with other children. Intellectual disabil-
ity was more seen as a relevant aspect that need to be considered in the approach of the
topic rather than the general capacity to understand. P2 mentioned the human rights
aspect by saying “I think that people with intellectual disabilities have every right to
know the truth and also the, the complete truth” and “I strongly believe that children
can understand that, also with intellectual limitations or disabilities”. It was highlighted
that it is not dependent on intellectual disability if there is a need to address the topic
and capacity to deal with it, but various individual factors.
On the other hand, professionals compared the ability of children with ID to understand
death and dying with much younger children or babies which influenced their way of
communication. P5 saw the need for support more on the physical level than on a psy-
chological level due to limited cognitive functioning:

I don't know why I should talk about dying with an intellectually disabled child

who can't cognitively grasp it. It's more about something like body contact [...]

they can't process it cognitively and think about it anyway, because they often

have a way of being, that is, they perceive life more as being than about the
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body, how do I feel, somehow? [...] even when they're in the process of dying,
I think, they don't think about it, instead it is more of a... process, feeling, how
am I doing, what do I need, maybe towards the outside, but not thinking, some-
how.
7.4 Barriers and Facilitators in Supporting Children with ID Around Dy-
ing, Death, and Grief
Barriers and facilitators regarding psychosocial support provision for children with ID
could be found across themes. Facilitators in supporting children with ID around death,
dying, and grief were found in media, incidents, and imaginations of the child, which
made it easier to access the topic. Physical contact was mentioned as an important fa-
cilitator in all forms of support provision for children with ID. Parents were a crucial
resource in the support provision since they knew their child best and helped profes-
sionals in interpreting the signals and needs of the child. In some cases, however, par-
ents did not want the topic to be openly communicated and professionals had to adapt
to parents' wishes. Cooperation between different professionals was mostly seen as a
facilitator. Professionals discussed in team meetings how children reacted to different
support offers, what worked, and what could be improved. P1, however, mentioned that
the opinion about children's needs sometimes differed between professionals, espe-
cially regarding a medical or psychosocial perspective. Better communication would
help improve support, both in medical and psychosocial means.
The most frequently mentioned barrier in the support provision was communication,
which affected all themes. It was often difficult for professionals to identify the need
for addressing death and dying in non-verbal children. They were often insecure if they
interpreted the child's needs correctly. It was emphasized that the topic of death, dying,
and grief was only addressed directly when the child was able to communicate the wish,
to not arouse fears or worries that could not be further communicated due to limited
communication abilities. Children indicated discussion needs and made offers to com-
municate about death and dying, which was a facilitator when professionals were able
to see it and react accordingly. Patience, empathy, and sensibility were key facilitators
in the support provision because professionals had to sometimes guess what the child's
needs were and interpret their signs. Knowing the child and their way of communicating

facilitated the support provision.
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The perceived capacity of children to understand death and dying was found to be both
facilitator and a barrier. Professionals' attitudes worked as a facilitator for support pro-
vision when they were aware of the children's right to be informed and treated those
children like every other child since they did not know what can be understood. Barriers
were found when professionals compared the communication needs of children with
ID with the needs of babies or much younger children. Denying any communication
needs about death in children with ID was also identified as a barrier.

8 Discussion

Duc et al. (2017) stressed the lack of studies examining the intersection of pediatric
palliative care and children with ID. The present study provided insight into profession-
als' experiences in providing psychosocial support for children with ID around death,
dying, and grief in palliative care. Participants hereby focused largely on communica-
tion about death and dying and the barriers and facilitators that are particularly relevant
in supporting children with ID. As mentioned by the participants of this study, palliative
care provision for children with ID is highly individualized and adapted to the child's
needs and abilities. The complexity of influencing factors like age, disability, family
needs, and health status of the child was highlighted. Disability was not seen as the
determining factor, but as one aspect among many, which was most relevant when it
came to the way of communication. Pask et al. (2018) captured the complexity of pal-
liative care provision for adults which was adapted in this study to pediatric palliative
care for children with ID. Chambers (2018) described pediatric palliative care as a dy-
namic and active healthcare service from diagnosis to death and bereavement. It is cru-
cial to understand the complexity to provide effective and need-oriented care. The com-
plexity mentioned by Pask et al. (2018) was found regarding the individual that receives
palliative care (microsystem), their dynamic and changing needs and illness over time
(chronosystem), the individual's interaction with professionals, family, and immediate
environment (mesosystem), the palliative care service (exosystem), and societal and
cultural influences (macrosystem). The discussion of the results was structured accord-
ing to these aspects of the conceptual framework for complexity in palliative care (Pask
et al., 2018).

According to the framework, the microsystem refers to the person who receives pallia-
tive care, the individual characteristics and needs which directly influence the complex-

ity of care (Pask et al., 2018). The individual needs of each child were emphasized by
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all participants in this study as a guiding factor in providing psychosocial support. Pro-
fessionals mentioned that most children in pediatric palliative care have limited cogni-
tive functioning either due to their disease or diagnosed ID. Sometimes it was difficult
to say if official diagnoses of ID existed and what was caused by the illness since some
conditions affected the brain functioning. This was also mentioned by Duc et al. (2017),
who highlighted that many children in pediatric palliative care have an undiagnosed ID
because of the comorbidity in children receiving palliative care. However, for profes-
sionals in this study, the child's communication ability was the determining factor for
psychosocial support around death, dying, and grief and not the diagnosed level of ID.
Other influential factors were the children's age and health condition.

Although Pask et al. (2018) did not focus on children or individuals with ID, similarities
in the influence of age, health status, and communication needs were found. The inse-
curity regarding children's capacity to understand death and dying was mentioned as a
challenge for professionals. Downing et al. (2015) emphasized the need for research
about children's understanding of death and dying since it plays an important role in the
care provision. Research about adults with ID suggests a part to full comprehension of
death, associated with the level of ID (Chow et al., 2017; McEvoy et al., 2012). How-
ever, knowledge about death understanding in children with ID is lacking. The influ-
ence of the degree of ID was also mentioned in this study, whereby the focus here was
more on communication capabilities.

Zernikow et al. (2017) reported that a child in pediatric palliative care cannot be treated
separately from the family, which was confirmed in this study. Although the sick child
is at the center of care and the child's needs are the determining factor, participants
highlighted that pediatric palliative care always focuses on the needs of the whole fam-
ily. This finding was also emphasized in the literature regarding pediatric palliative care
(Kronberger-Vollnhofer & Nemeth, 2016; Zernikow et al., 2017). Chambers (2018)
suggested that the child and their family need to be at the center of care planning and
provision. A holistic and family-centered approach in pediatric palliative care is espe-
cially crucial for children with ID (Duc et al., 2017). Participants in this study empha-
sized that psychosocial support, especially regarding communication about death and
dying needed to be discussed with the parents first.

The chronosystem captures changes in the child's needs and health (Pask et al., 2018).

Since pediatric palliative care is provided from the diagnosis of the life-limiting illness
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and might continue over many years (Zernikow et al., 2017), the need for death-related
support might not be relevant most of the time. In this study, death communication was
more important when the child's condition got worse or when another child or sibling
died. However, communication about the child's own death needed to be initiated by
the child and was therefore highly dependent on the child's changing needs and com-
munication abilities, which might change in the course of the disease. There could be a
risk that especially children with high support needs are less able to express it and their
needs are not recognized when their functioning decreases. Participants mentioned that
it is important to know the children and their communication to provide optimal sup-
port. Getting to know them requires time and continuity and can therefore be located at
the chronolevel.

The mesosystem in the framework of Pask et al. (2018) focuses on the interaction be-
tween the individual that receives palliative care and their family or health profession-
als. Since the focus of this study was on the support provided by professionals for chil-
dren with ID, most findings refer to the mesosystem. This was mostly between the child
and the professional, although the family had to be asked before approaching the child
with death-related communication. Psychosocial support was highly dependent on the
communication abilities of the children, the way they could express their needs, and
how the professionals interpreted the signs. Communication issues with non-verbal
children with ID were a determining factor influencing psychosocial support around
death, dying, and grief for children with ID. That was also reflected in professionals'
insecurity about children's specific support needs and the need to address the topic of
death and dying. Duc et al. (2017) stressed the importance of tailoring communication
to the individual child and using unambiguous language. Participants of this study high-
lighted the importance of clear and honest communication about death and dying with
verbal children, to facilitate children's understanding. This result is consistent with ex-
isting research literature about grief support for children with ID (Ducy & Stough,
2018; McClean & Guerin, 2019).

Communication about death and dying was often embedded in situations. The commu-
nication was mostly during and after play, affected by incidents and dependent on the
empathy and awareness of the professionals and their ability to react to the situation.

Using concrete incidents or symbols in nature for explaining the circle of life, including
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death, is consistent with previous studies regarding death communication approaches
with adults with ID (Lord et al., 2017; Wiese et al., 2014).

Participants of this study mentioned that communication with non-verbal children was
characterized by physical contact, sensations, instinct, and verbal comments from pro-
fessionals. Eye contact was considered important to detect changes and interpret small
signs. Emotional expressions like tears or smiles were found helpful to detect children's
needs and see their emotional state. Support for non-verbal children was highly depend-
ent on professionals' interpretation of needs and signs and on parents' information pro-
vision. Children with ID have needs, preferences, and emotions similar to children
without disabilities, regardless of their complex needs or communication abilities
(Brown, 2014). They might express them by non-verbal or verbal means (Duc et al.,
2017), which requires knowledge about the child and sensitivity of professionals. In
this study, many professionals were insecure if they did the right thing or if they inter-
preted the child's communication correctly because they often did not get any response
from non-verbal and severely disabled children.

Professionals would not start talking about heavy topics like the child's own death when
not initiated by the child. A stated reason was to not awaken fears and needs for further
support that cannot be provided due to communication difficulties. That the conversa-
tion needs to be initiated by the individual with ID was also highlighted in the literature
about death conversations with adults with ID (Foo et al., 2021; Tuffrey-Wijne et al.,
2020; Wiese et al., 2013). In the literature about children without disabilities was also
highlighted that children need to initiate the conversation about distressing topics like
death. However, the communication difficulties of some children with ID can make it
harder to express the need for addressing the topic. The dependence on professionals’
interpretation of the child’s non-verbal signals makes it difficult for children with ID to
gain access to this type of communication. Professionals’ interpretation could be guided
by fear to address the topic, which entails the risk of being unable or unwilling to notice
certain cues and thus unconsciously limiting the rights of children.

Another factor influencing the support provision was professionals' attitude towards
children with ID and their capacity to understand death, especially regarding non-verbal
and severely disabled children. The risk that psychosocial support for individuals with

ID is restricted when it comes to death-related topics was already highlighted in the
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literature about adults with ID (Lord et al., 2017; Stancliffe et al., 2021). Children with-
out disabilities also experience limited access to death-related information (Paul, 2019),
which suggests an increased risk of children with ID. The attitude of professionals to-
wards children's capacity to comprehend death has been identified as a risk factor for
limited psychosocial support for those children (Sormanti & Ballan, 2011). In the pre-
sent study, however, beliefs about cognitive ability and the need to address the topic of
death were inconsistent. Most participants emphasized that they could never be sure
what is perceived by the child, so they communicated with them like with other chil-
dren. One professional specifically highlighted the right of children with ID to receive
information equally with others and in their way of communication, which is in line
with the Convention on the Rights of Persons with Disabilities (United Nations, 2006)
and the Convention on the Rights of the Child (United Nations, 1989). Many studies,
especially regarding adults with ID, found a high risk of individuals with ID not being
involved in death-related discussions because of their inability to comprehend death
(Brownrigg, 2018; Foo et al., 2021). In this study, however, only one participant was
convinced that children with ID do not have the need to communicate about death and
dying, since they would not have the capacity and would not think about it anyways.
This demonstrates the high dependence of children with ID on professionals' attitudes
about whether and to what extent children receive support, putting children with ID at
risk of not receiving any psychosocial support.

The exosystem refers to systems and services that affect the support, but the child is not
directly involved (Pask et al., 2018). The support provision for children with ID in pe-
diatric palliative care was dependent on cooperation between different professionals.
Team meetings and discussions of different cases were seen as facilitators in providing
optimal support for children with ID. Professionals shared what worked or did not work
for different children. Information provision from parents to professionals was crucial
in understanding children's individual needs and communication since they could ex-
plain children's reactions and translate body language for the professionals. Connor and
Corcoran (2021) stressed that parents are a crucial resource in providing effective and
optimal care for children with ID. Parents should be seen as a facilitator since they
know their child best and are aware of the baseline of their well-being (Duc et al., 2017).
In the present study, professionals also supported parents, so they can support their

children and communicate openly about death and dying.
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The macrosystem in the framework of Pask et al. (2018) comprises the cultural and
societal context of palliative care provision. This includes the structure of the health
care system and cultural values like stigma and beliefs. The study's focus was on the
support provided by professionals for children, limited information was given about the
macrosystem. However, various factors on the macrolevel influenced the support pro-
vision, like the religious beliefs of the families and societal taboos.

Longbottom and Slaughter (2018) expounded on the problem that in Western societies
children’s exposure to death is increasingly limited. The socio-cultural tendency of re-
moving death from everyday life may result in seeing death as a taboo subject. Walter
(1991) suggests a theory of limited taboo, arguing that death is a taboo for certain
groups in society, including children. The death taboo for this group due to their status
as children and their developing intellect was also highlighted by Paul (2019). In the
present study, one participant saw the presentation of death in in the media as an issue,
because it might confuse children and awaken fears if things are not well explained to
them. This issue is also reflected in adults' tendency to use euphemisms in death com-
munication, avoid the topic and underestimate children’s capacity to understand death
(Longbottom & Slaughter, 2018). The argument of limited death comprehension in
children could be seen as even more relevant in children with ID, reinforcing the taboo
for this target group. In the present study, the limited understanding was used as an
argument for denying children’s needs for death-related communication. Paul (2019)
highlights that experiencing and understanding death are contradictory, because even
without fully understanding the concept children are responding to and experiencing
death. This highlights the importance of support around death, dying, and grief regard-
less of the full comprehension of the subject. Moreover, if professionals and parents are
reluctant in addressing the topic of death and dying, children have limited possibilities
for learning about it and coping with it. This problem is even more prevalent in children
with ID, who additionally face the societal stigma of limited understanding which might
increase adults’ unwillingness to address the topic.

Furthermore, the crucial role of parents and their beliefs in the support provision was
highlighted in the present study. Matalon (1998) found that parents with increased death
anxiety were also more avoidant when it came to death communication. The death-
taboo, religious beliefs, and societal concerns about children’s capability to cope with

death-related information may limit the support provision for children with ID.
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In summary, many of the findings were consistent with research findings on psychoso-
cial support around death, dying, and grief for adults with ID. Especially ways of ap-
proaching the topic of death and dying, communication difficulties, and professionals'
attitudes toward death comprehension in individuals with ID. This indicates similarities
in the support provision, needs of individuals with ID, and challenges faced by profes-
sionals. However, the family-centered and holistic approach in pediatric palliative care
adds complexity to this subject and was found to be especially crucial for children with
ID since parents know the child best and can provide important information. Chambers
(2018) emphasized the increased complexity of palliative care provision when it comes
to the combination of disability and life-limiting conditions. This is reinforced when it
comes to non-verbal children with ID and their increased dependence on adults’ inter-
pretations, attitudes, and needs. Furthermore, professionals might face the dilemma of
meeting both parents' needs and children's rights. If the needs are not compatible with
children's rights, rights and practices cannot always be easily combined. The wishes of
parents who can express themselves verbally and know their rights as guardians are
therefore more likely to be taken into account and children bear the consequences if
parents are afraid of the death issue and do not want it to be discussed.

Due to the comorbidity in children receiving palliative care, there are many children
with some degree of ID (Duc et al., 2017). This demonstrates the relevance of this issue
for professionals in pediatric palliative care, who are likely to work with children with
ID. Interestingly, not the level of ID was an important factor for professionals' support
provision but the communication abilities of the child. Although the cognitive and com-
munication difficulties were highlighted by all professionals as challenging, profession-
als' attitude towards children's capacity to understand death was identified as a risk
factor for limited psychosocial support. Denying their needs for psychosocial care and
comparing them to toddlers or babies is incompatible with children's rights to infor-
mation and equality with children without disabilities (United Nations, 1989, 2006).

9 Limitations

Several limitations need to be acknowledged when interpreting the findings of this
study. The research was conducted by only one researcher, which increases the risk of
personal bias and reduces the credibility of the findings. The translation of participants'

quotations is a limitation of the study because underlying meanings and nuances in the
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expression might not be translated correctly. However, the translation was confirmed
by a person who is bilingual in English and German.

Only seven professionals were interviewed, and all participants worked in pediatric
palliative care settings in Germany, which limits the transferability of the findings. The
interviews were conducted via Zoom and small disturbances in the internet connection
interrupted the data collection in one interview. The interviewee changed the location
and the interview continued without problems.

The utilized conceptual framework of Pask et al. (2018) was only partly suitable for the
complexity of pediatric palliative care for children with ID since it did not include their
specific needs. A framework focusing on the needs of children with ID in pediatric
palliative care was not found and needs to be developed, with specific consideration of
communication issues. The high dependence of children with ID on professionals’ in-
terpretation of children’s needs must be taken into account in theoretical considerations.
Also, the child should be with the family at the microlevel and center of care planning
and provision.

Furthermore, only the perspective of professionals was captured in this study, which
might differ from parents' and children's experiences.

10 Future Research and Practical Implications

The findings of this study provided insight into the experiences of professionals in deal-
ing with children with ID on the topic of death, dying, and grief about which little re-
search currently exists. More evidence is needed about psychosocial support for chil-
dren with ID, especially regarding non-verbal or severely disabled children. Children's
understanding of death and dying is another important research area that needs to be
explored, including children with ID. Little is known about death perception in children
with ID and their need for support around death, dying, and grief. Moreover, it is im-
portant to also capture the perspective of parents and children about psychosocial sup-
port provision in pediatric palliative care.

Furthermore, it is crucial to develop a theoretical framework that captures the specific
needs of children with ID in pediatric palliative care with specific consideration of com-
munication abilities. In this regard, it also needs the development of evidence-based
guidelines for professionals to ensure high-quality support for this vulnerable group in

pediatric palliative care.
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11 Conclusion

This was the first study that gave insight into healthcare professionals' experiences in
providing psychosocial support for children with ID around death, dying, and grief in
pediatric palliative care. Stories, symbols, incidents, and children's death perceptions
were used for approaching the subject. Support in the form of activities, therapies, and
family support was also mentioned by participants. The support was found to be highly
individualized to the children's needs and communication abilities. The children's com-
munication was the determining factor for psychosocial support around death, dying,
and grief and not the diagnosed level of ID. The issue of verbal and non-verbal com-
munication and professionals' uncertainty about the children's needs permeated the
findings and was the biggest factor influencing psychosocial support around death, dy-
ing, and grief for children with ID. All forms of support were dependent on communi-
cation, the ways children could express their needs, and how professionals interpreted
the signs. The level of communication abilities also influenced professionals' attitudes
towards ID and death comprehension. Cognitive and communication difficulties in
children with ID were identified as a challenge for professionals when providing psy-
chosocial support. Knowing the child and their way of communicating, however, was
found to be a key factor.

Many of the findings were consistent with research on psychosocial support for adults
with ID. However, children's age and the family-centered approach of pediatric pallia-
tive care added complexity to psychosocial support for children with ID. A conceptual
framework that captures the needs of children with ID in palliative care, with the family
at the center of support planning and provision needs to be developed. More research
is required to capture children's and parents' perspectives on support provision around
death, dying, and grief. Evidence-based guidelines should be developed to ensure opti-

mal support for children with ID in pediatric palliative care.
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12 Appendices

Appendix A: Information Letter and Consent Form

Information letter

Empirical study about psychosocial support for children with intellectual disabilities

around death, dying, and grief in palliative care

My name is Maria Bonin and I hereby invite you to participate in my study about psychoso-
cial support for children with intellectual disabilities around death, dying and grief in

palliative care. As part of my Master thesis, I would like to conduct interviews with profes-
sionals in palliative care who have experiences in supporting at least one child with intellec-

tual disabilities around death, dying and grief.

What is this study about?

This study investigates professionals' experiences in supporting children with intellectual dis-
abilities in palliative care around death, dying and grief. Of particular interest is how to deal
with topics such as death, dying and grief in interaction with children with intellectual disa-
bilities. This includes children being confronted with their own death or experiencing the
death of a relative who received palliative care. I would like to capture ways of engaging

about this topic, facilitators, and challenges you experienced.

Who am I?

My name is Maria Bonin, and I am studying in the Master program “Interventions in Child-
hood” at Jonkdping University in Sweden. [ am from Germany and have a background in
special education. I have experiences in working as a volunteer in a children's hospice and a
hospice for adults, mostly in supporting everyday activities and visiting patients who wanted

some company. Those experiences shaped my interest for this research area.

What will you be asked to do?

If you are willing to give me an interview, I would like you to share your stories and experi-
ences of working with children with intellectual disabilities in palliative care. The interview
will last approximately 30-45 minutes and can be conducted online via zoom or on the phone,
according to your preferences. The participation is voluntary, you can withdraw at any time
during the process (before, during or after the interviews) without any consequences. You can

decide not to answer questions if you wish.
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What are the benefits of participating?

You will have the opportunity to share and reflect on your experiences and perspective on
supporting children with intellectual disabilities around death, dying, and grief. Little re-
search is available about how to support those children. Your experiences can give an inside
about professionals' experiences, faced challenges and facilitators in working with children
with intellectual disabilities in palliative care. After participating you will get access to the

final thesis to see the results of the study and read about other professionals' experiences.

What are potential risks?

You are not at risk of experiencing physical or psychological harm from participating in the
study, as you are asked to share your experiences and perspective on supporting children with
intellectual disabilities. However, the topic of this study is sensitive and could be emotional.
Telling prior experiences could lead to negative feelings like grief and sadness. For that rea-

son, you can decline to answer questions if you wish to and withdraw whenever you want.

Confidentiality

The collected data will be confidential and only accessible to researchers. The interviews will
be audio recorded and transcribed using pseudonyms for names, places, and institutions. Dur-
ing the research process, no names or other personal information will be stored together with
the interview data to ensure confidentiality of the participants. At the end of the research pro-
cess, all audio recordings will be deleted. Before the analysis of the interview, you will have
the possibility to receive the transcribed interview to review and confirm the accuracy of the

transcription.

Consent
Before participating in the study, the attached consent form needs to be signed. With your
signature you confirm that you understood the information and that you are willing to volun-

tarily participate.

If you have any questions or comments, please do not hesitate to contact me.

I am looking forward hearing from you

Maria Bonin
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Contact information

Mail: boma21kd@student.ju.se
Phone: +46736704754
Jonkdping University
Gjuterigatan 5

Box 1026

55111 Jonkdping, Schweden

Consent Form

I hereby confirm that I received and read the information letter about the empirical study
about psychosocial support for children with intellectual disabilities around death, dying
and grief in palliative care. I understand that I can withdraw from participation at any time
and without justification. By signing this form, I confirm that I have understood all the infor-

mation and that [ am participating voluntarily in this study.

Date and Signature

Full name
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Appendix B: Interview Guide

Audio recording

Thanks for participating.

Inform about right to withdraw and possibility to not answer certain questions.

Do you have any questions before start?

Topic Possible Questions
¢ Could you please say some words about your profession and your work
Background environment/responsibilities?

How many years of work experience do you have?

General sup-
port

Could you please describe your experiences in working with children
with ID in palliative care?

Could you describe one or more cases where you supported a child
with ID in palliative care?

What are aspects of the provided support? How does the support looks
like?

What do you consider most important in supporting children with ID?

Support
needs

Do the support needs of children with ID differ to typically developing
children? If yes, in what way?

To what extend did the disability influence the support provision?
Why do you think children with ID need more/less support?

Communica-
tion

Could you describe if and how you communicated with the child about
death and dying? And how about grief?

Did you inform children with ID about their condition? / Their rela-
tives condition?

Did you use any tools for communicating about death, dying or grief?

Facilitators

What did you consider helpful in supporting a child with ID?

When you look back on your experiences, what worked well? And
why?

Barriers

What challenges did you experience in supporting a child with ID?
When you look back on your experiences, what did not work well or
what would you do differently?

End:

- Is there something else you would like to add that we did not discuss?

- Want to receive the transcription and thesis?

- Feel free to contact me if you would like to add something or questions arise
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Appendix C: Themes, Categories, and Sub-Categories with Examples

non-verbal means

Themes Categories Sub-categories Examples

Communication Child-friendly media “There are many animal analogies, we have quite a few and they are nice, the stories. You can also use
about death and facilitate communica- one and read it out loud and wait to see if it raises any questions” (P3)

dying involves tion about death and

both verbal and dying “We also have various books as tools, where dying, death and griefis addressed in a child-friendly way,

which you can then integrate thematically” (P4)
“What is somehow upcoming right now, in our nature is always some sign to pick up on” (P7)

“What is often used as a symbol is the caterpillar, which becomes a butterfly, is a common symbol, which
can be used well... With flowers, with rainbow” (P4)

“Sometimes there are hints in play, for example, when you realize, that one character, or that one doll, it
feels like it's somehow dying every day, or the knights are all just beating each other to death... Then you
can already see hints, which of course you can start with. Why is the doll dying now, or, why are the char-
acters killing each other all the time? That is always quite useful” (P3)

Incidents facilitate
communication about
death and dying

Death communi-
cation took place
when another
child died

“if you just say it, you don't know if they understand, but then maybe if you have the opportunity, like we
do in hospice, to say, here your brother died, do you want to go into the room again and look at him?...
Or simply to leave the door open and to signal to him, hey, your brother is in there, he has died, if you
want, you can go see him again. And then, yes, there's a lot more to it than just saying that. Then he can
look at him and can feel how he feels and then he realizes, okay, my brother is completely cold” (P2)

“So we had two children who were sitting over there and you didn't really know, okay, did they under-
stand that now or do they think he's asleep, and then all of a sudden they look at you and say, well, it's
boring here, now I want to go outside again or play or... paint. [...] you have children who sit there for an
hour and try out everything, and pick up the arm and shake it again and give him kisses and whatever.
And there are children who go out and say, no, that's too boring for me, 1'd rather play” (P2)

“Well, here it happens that one of the children dies while the other children are there... And in that case
we have to ask the parents first if we can inform the child about it. And yes.... we have talked to the child.
But I don't really know how much has reached the child. How, how they realized that the other child is no
longer there... I don't know, but we do talk about it with the children, if we are allowed to, from the par-
ents” (P6)
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Communication
took place in form
of goodbyes and
preparations be-
fore the child's
death

“We wrote down and planned his entire funeral” (P2)

“And no matter if they can speak or show it, by holding hands or holding each other, hugging and cry-
ing... of course that goes deep, deep, deep into the heart and bones, but is so important and so you just
said to yourself, right? that you say goodbye. I didn't have to say any phrases to her, and I didn't have to
tell her how beautiful everything was, because we knew that. We knew we had a good time together, but
we knew that we were saying goodbye now and that at least she would no longer see me alive, that [
would no longer see her alive...” (P1)

Children's individual
death perception is
used for communica-
tion

“Especially with, with children who are also disabled, then it's also little things, what they, what, when
they tell you, yes, when I die or when my brother or my sister dies, then I imagine it like this and like that.
And then just go into it, whether it's a rainbow bridge, at a lake somewhere, they have very special ideas
and so on. And I believe that simply responding to this is already the first step towards making things bet-
ter in any case. And that's actually a small thing, isn't it? So I think anyone can do that” (P2)

Child-centered in-
terventions are
employed to en-
hance the child's
well-being

Activities and trips
are used to make the
child have a good
time

“It's all about making the kids have a good day” (P1)

“I always notice that through activities, through trips, through creative offers, you get much further in
some things than if you would talk” (P2)

“So that we simply have fun with the children” (P4)

“yes, to get her out of her, how should I put it, out of her grief situation a bit, to cheer her up a bit. We did
things like taking her to a bar, she was already seventeen (laughs), and later she was eighteen, and then
she was allowed to have a tattoo, and things like that somehow. And that also gave her a lot of joy and she
also thought that was great... and she lived out her youth a little bit, with us, a little bit” (P5)

Being there is a key
factor of support

“simply signal to the child, I am here” (P2)

“To accompany the child, to be there, especially when, for example, there is fear of being alone in such a
situation, that we can be there, hold hands and say you can, I, I'll stay here sitting by the bed, I won't
leave, I'll hold your hand, you can close your eyes, I'll be there when you open them again. When the kids
need to get some rest. And I stay with you” (P4)
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Various forms of “as a music therapist, so what I simply took from the training or also from later experiences [ ...] to take
therapy are utilized music as an aid, to take musical instruments as an aid [...] that the children have the possibility to express
for psychosocial sup- something without language, feelings, emotions...” (P2)

port

“we do a lot with aromatherapy, [...] you can also support the emotions with aromas. So, there are
brightening aromas, or... Yes, which make everything easier or which help to process things or brighten
the mood” (P5)

It is important to em- “but our task is actually to prepare the parents that well so that they can discuss this with their child be-
power parents to sup- cause of course it should stay in the family. That is the best. Because it is much better for the salvation of
port their child the soul and also for dying itself and also for coping with grief afterwards, right? So when parents know [

have discussed everything with my child and we have expressed what was on our minds from both sides,
that helps, even if it is incredibly painful at the moment, but it is much better for healing, because you
haven't missed anything” (P1)

“And we also try to support the parents by saying, be open with your children, explain it to them. It's not
easy, but [...] it's not as bad as everything that children paint in their minds from what they may hear only
with one ear, or from what they see on television, what death means, or from pages on the internet” (P3)
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Personal factors
of involved indi-
viduals influence
the support provi-
sion

The support is de-
pendent on the indi-
vidual needs and con-
dition of the child

“It starts with why is the child with us? Is it a respite stay... where other issues are often actually in the
foreground for the child, or does the child come to us in a crisis, in a crisis situation...?” (P4)

“You really have to rely a lot on your instinct. On observation, of course, you have to keep a close eye on
the children and observe them very well in order to see... If you don't know... we have some children who
don't give you anything in response, neither a smile nor anything else” (P6)

“Some children, you get almost no response from some children” (P1)

“Then, of course, it depends enormously on the age, the impairments that the child has... Exactly. Many of
the children are also developmentally delayed” (P4)

“But that depends, as I said, on the degree of disability” (P5)

“But then there are children with us who are so severely disabled that I don't need to do it, somehow, be-
cause I'm sure that not much will reach them” (P5)

“Depending on what the children's needs are. That varies a lot” (P4)
“What does the child like, what does the child need in particular? To what does he react?” (P6)

“But in any case, I think what always has to be taken into account is really to always pay attention and
also to reflect on yourself that you don't follow your own impulses or... needs, but really always look ex-
actly what the child needs. So, it cannot be my need to talk about the death or the dying of the child, but to
see if it is really the need of the child. And if it is, what is the child's need and then respond accordingly,
for example, if communication is difficult, that we look for ways to make it possible.” (P4)
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Addressing the issue
of death and dying
depends on the par-
ents' wishes

“Unless the parents, the family, are not able to talk about it because they don't want to, and can, and push
it aside, and then, of course, the children and young people are looking for the people who.... give them
answers” (Pl)

“Then it depends enormously on the family background of the children, what the family or the parents say
in particular, to what extent this is addressed or what is also addressed at home. Perhaps religious back-
grounds play a role. There are also very different perceptions of dying, death and grief possible” (P4)

“Are the parents willing to talk about it? That is the next point. Because I can't talk to a child just like
that... just as I would like to, somehow, if the parents can't do that, well, then it becomes difficult, be-
cause... you can't ignore the sensitivities of the parents” (P5)

“That is what you experience, every now and then, that the parents don't want to talk about it... that... be-
cause, what we just had before, speaking things into existence when I talk about that. Sometimes it's also

influenced by culture, that, depending on the beliefs of the family, that you don't talk about death.... That

also happens from time to time, and then you have to see how you can deal with it” (P7)

Support provision is
influenced by profes-
sionals’ attitude and
approach

Professionals’
fear and grief can
influence the sup-
port provision

“So especially when you yourself are so affected by the death or the dying, because maybe he's been com-
ing here for years, you've spent super intense time with him, you're also grieving somehow, right? And
still keep a clear head in those moments” (P2)

“I was afraid at the beginning when I met him to ask him, hey, how do you deal with it, because he knew
he was going to die” (P2)

“And... if I'm afraid of it as an adult, then I ignore the sentence, grandma's dead, then you can say, ah, did
you love grandma? Has she been dead for a long time? Or, what, what reminds you of your grandma? Or
something. I can take that in... or I can look out and say, oh, look how nice the sun is shining...” (P7)
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Sensitivity of pro-
fessionals is re-
quired to detect
children’s needs

“Pause, take time to see if the child, adolescent or young adult wants to tell me something right now”
(PI1)

“And yes, I think that's what's important, just this point of being patient, giving time and paying attention
to small details” (P2)

“So I think you can't always do everything one hundred percent right and interpret and understand cor-
rectly, but, you try, with a lot of patience” (P2)

“Which is really important, just, it comes together a bit with patience, simply empathy, if you can put it
that way. Just... Trying to put yourself'in the child's place” (P3)

“Yes, I think you really have to approach this subject very carefully and very sensitively and... yes, to ap-
proach this topic empathetically” (P4)

Professionals' atti-
tude towards chil-
dren’s capacity to
understand death
influences the
support provision

“Because I don't know what may be received. And that's why we should always work as if the children
had no impairment for us” (P1)

“he simply broke the silence and said to himself again, Yes, it sucks that he had to die now, he used his
words without thinking about it. And I found that very impressive and super beautiful, and I thought, yes,
we are actually the ones who are disabled and not the disabled, because they can often deal with it much
better and don't have these social barriers inside them” (P1)

“But I strongly believe that children can understand that, also with intellectual limitations or disabilities”
(P2)

“But I think you have to be careful that you don't try to somehow trivialize everything, to simplify... even if
the communication cannot take place just like with healthy people. And I think that people with intellec-
tual disabilities have every right to know the truth and also the, the complete truth” (P2)

“I think for both intellectually impaired children and children without intellectual impairment, that can be
a topic. Even with children without intellectual impairment, I think there are children and adolescents for
whom it is more of an issue than for others, for example. Yes... and I think you really have to look at the
individual person, regardless of his or her condition, so that shouldn't be the primary focus.... to judge
whether there is a need or not, but that it is only relevant for how do I approach this topic, in what way,
how do I work with this topic, then with the child together.... How is that communicated?... Exactly. And
that there are other factors that make the bigger difference” (P4)
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“So I don't know why I should talk about dying with an intellectually disabled child who can't cognitively
grasp it. It's more about something like body contact [...] And not, we are now talking about death. I think
that doesn't help the child much in that moment, because they can't process it cognitively and think about
it anyway, because they often have a way of being, that is, they perceive life more as being than about the
body, how do I feel, somehow? I think they... I don't know. Even when they're dying, well, that's just my
theory now, even when they're in the process of dying, I think, they don't think about it, instead it is more
of a... process, feeling, how am I doing, what do I need, maybe towards the outside, but not thinking,
somehow." (P5)

“But, of course, if the child is fit enough to talk about something like that, even if he has a little intellec-
tual disability, then I would.... talk to him in a similar way to how I might talk to a three year old” (P5)

“There are always various, different diseases. If, for example, the child has had a serious accident, where
it is said that they used to be quite normal and now has a severe craniocerebral trauma or something like
that, where the brain is now impaired, then I would still talk to them, and they may no longer be able to
express themself verbally, then I would still talk to them quite normally, because you really don't know to
what extent the brain still hears, sees, perceives everything, but can no longer express it to the outside
world. That is sometimes a difference... But then there are children with us who are so severely disabled
that I don't need it, somehow, because I'm sure that not much reaches them. It's just, a little bit based on
the feeling, you know? And from the previous illness” (P5)

“Intellectually disabled and intellectually disabled, that's such a spectrum, isn't it? And it really de-
pends... If the children are intellectually disabled and are now, let's say, twelve years old and are at the
level of a four-year-old, they are intellectually disabled, but a four-year-old also asks questions. More
childish, but he asks questions and he also wants answers, right? And there it is again, I have to look...
where does the child stand? What does he want from me? And it needs an age-appropriate or... stage ap-
propriate, so if i'm twelve years old, but in intellectual development i'm four, then i'll just have to go with
a four-year answer” (P7)




