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Abstract
Background. Palliative care necessitates questions about the preferred place for delivering care
and location of death. Place is integral to palliative care, as it can impact proximity to fam-
ily, available resources/support, and patient comfort. Despite the importance of place, there is
remarkably little literature exploring its role in pediatric palliative care (PPC).
Objectives. To understand the importance and meaning of place in PPC.
Methods. We conducted a scoping review to understand the importance of place in PPC. Five
databases were searched using keywords related to “pediatric,” “palliative,” and “place.” Two
reviewers screened results, extracted data, and analyzed emergent themes pertaining to place.
Results. From 3076 search results, we identified and reviewed 25 articles. The literature high-
lights hospital, home, and hospice as 3 distinct PPC places. Children and their families have
place preferences for PPC and place of death, and a growing number prefer death to occur at
home. Results also indicate numerous factors influence place preferences (e.g., comfort, grief,
cultural/spiritual practices, and socioeconomic status).
Significanceof results. Place influences families’ PPCdecisions and experiences and thuswar-
rants further study. Greater understanding of the importance and roles of place in PPC could
enhance PPC policy and practice, as well as PPC environments.

Introduction

Medical advancements have significantly improved the length of life for children with serious
and complex illnesses and, correspondingly, increased this group’s population size over recent
decades (Cohen and Patel 2014). However, many childhood conditions are still life-threatening
and significantly shorten the lives of some children (Cohen and Patel 2014; Rapoport and Liben
2015). Approximately one million children die from a life-limiting terminal illness each year
(Boucher et al. 2014; Himelstein et al. 2004). Pediatric palliative care (PPC) has emerged as
an end-of-life care model that has advanced the care provided to children with life-limiting
illnesses. PPC is specifically focused on improving quality of life (QoL) for these children and
their families (Rapoport and Liben 2015).

PPC has evolved into an established field of medical expertise and practice (Feudtner et al.
2003; Widger et al. 2007, 2016). PPC clinicians aim to offer care that is collaboratively centered
around the unique and evolving needs of infants, children, and young adults (Feudtner et al.
2003). Further, their provision of PPC is intended to align with the wishes of the child and their
family (Muskat et al. 2020; Rapoport and Liben 2015; Widger et al. 2016). To carry out their
work, PPC practitioners require specific knowledge and expertise pertaining to childhood and
developmental stages (Himelstein et al. 2004; Jennings 2005; Schmidt 2003). In turn, they are
trained to consider a child’s physical, psychological, social, emotional, practical, and existential
needs (Feudtner et al. 2003; Himelstein et al. 2004). PPC typically begins as early as a child’s
diagnosis and then continues and evolves throughout a disease’s trajectory until the end of life
(Delgado-Corcoran et al. 2020).

Providing care in a patient’s physical place of choice can contribute to the quality of care they
experience (Higginson and Thompson 2003). The location of PPC plays a critical role in how
a PPC team delivers care, as well as how a child and their family experience it. The 3 locations
where PPC is most often delivered are the hospital, hospice, and home (Bender et al. 2017).
A family’s preference for choosing one of these locations may be attributed to a combination of
cultural preferences, geographical settings, and resource accessibility (Bender et al. 2017).While
the importance of location in the planning and provision of palliative care has been explored in
relation to adults, it has received remarkably little attention in relation to children (Jones 2011).
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Place is highly contested in the literature, with little consistency
shown across academic discourse. By “place,” we are consid-
ering the personal and cultural meanings that individuals and
groups ascribe to a specific physical location (Cresswell 2004).
As people personalize, connect, and associate feelings with and
ascribe meaning to specific sites, they are making physical spaces
social – i.e., they are making them into places. Place plays a criti-
cal role in how individuals come to view, experience, shape, create,
value, and feel belonging in communities and institutions. The
purpose of this scoping review is to explore how place and its
importance are understood and approached in the PPC literature.
We do this with a view to advancing a fuller understanding of
PPC–place relations so that we can work toward leveraging place
and its meanings to help improve the quality of PPC. To do this, we
engage the following review question: “What is known about the
importance of place in PPC?”

Methods

Our scoping review drew upon Arksey and O’Malley’s (2005)
scoping review framework to gather and identify the literature
pertaining to the importance of place as it relates to PPC. Using
scoping review principles, a comprehensive list of search terms
was generated and compiled into a search string, 5 key databases
were identified and searched, and inclusion and exclusion criteria
were identified and then applied to search results. The search strat-
egy was developed with support from a health sciences research
librarian working within a pediatric rehabilitation academic health
sciences center.

Literature search process

With input from the health sciences research librarian, we selected
5 databases to search based on their relevance to health sciences:
(1) Medline via Ovid, (2) APA PsycInfo via Ovid, (3) Embase via
Ovid, (4) CINAHL Plus via EBSCO, and (5) Scopus. We crafted
a search function comprising terms related to “pediatric,” “pallia-
tive,” and “place” to capture the peer-reviewed literature pertaining
to our topic. As shown below, this search function comprised 6
pediatric terms, 8 palliative care terms, and 6 place/location terms:

((child* OR youth* OR teen* OR adolescen* OR p#ediatric* OR “baby”) AND
(end-of-life* OR life-limit* OR palliat* OR “dying” OR terminal* OR “mor-
tality” OR “spphc” OR “pphc”) AND (place* OR location* OR setting* OR
hospice* OR hospital* OR home*))

This search function includes Boolean operators (AND, OR)
to carefully combine key and alternate search terms. It also
includes truncated terms (i.e., the use of asterisks) to capture
terms in their singular and plural forms, and with different suf-
fixes (e.g., “adolescen*”will capture “adolescent,” “adolescents,” and
“adolescence”). In June 2021, 2 research team members applied the
search over a 47-year period (1974–2021) across the 5 identified
databases. The year 1974 was selected as the starting date of our
search period because it marks the emergence and development of
palliative care in Canada (Loscalzo 2008). Two researchers down-
loaded the search result records from each database and loaded
them into a Covidence database. Covidence is software specifi-
cally designed to support the management of systematic/scoping
review records and to facilitate different stages of review screening
(i.e., first screening of titles and abstracts, resolving first screen-
ing conflicts, second screening of articles in full, resolving second
screening conflicts). Inclusion and exclusion criteria were then
applied to each article to help ensure that our search led to the

comprehensive collection of a full range of literature concerning
the importance of place in PPC.

Inclusion and exclusion criteria

Documents were considered as part of this review if they met the
following inclusion criteria:

1. Published between 1974 and 2021;
2. Available in English;
3. Full text was accessible online;
4. Focused on children under 18 years old receiving palliative care;
5. Considered the experience, importance, and/or significance of

place in PPC in some capacity;
6. Peer-reviewed empirical study (not a literature review) or rele-

vant legislation; and
7. Study was geographically located in the Global North.

The decision to restrict review materials to those considering
children under 18 years was made to align with the transition of
pediatric health care to adult care, which typically occurs at 18 years
of age. To help us understand what the literature tells us about
the meaning and importance of place in PPC, the included doc-
uments were required to focus on experience, importance, and/or
significance of place.

Documents were excluded from the review if they met the
following exclusion criteria:

a. Dissertation;
b. Conference proceeding;
c. Position statement or commentary; and
d. Literature review.

These exclusion criteria were determined to help ensure that the
review is largely focused on empirical and rigorous studies that
have undergone peer review processes prior to publication.

Study selection

The initial search of the 5 databases yielded 3706 results. Once
duplicates were removed, there were 2964 results. Two indepen-
dent reviewers screened the titles, abstracts, and keywords of the
2964 results for inclusion and exclusion criteria. Any conflicts
between the 2 reviewers were resolved through consultation with
this paper’s 2 other co-authors. The first stage of screening led to
the identification of 77 documents. These 77 documents under-
went a second stage of screening involving a full-text screening to
determine if they should be included in the review. The 2 screeners
independently reviewed the text of the 77 documents in this sec-
ond stage, which yielded a total of 22 documents to be included
in the review. The remaining 55 documents were excluded because
they did not satisfy inclusion criteria (e.g., wrong study scope, pop-
ulation, and geographical location). We had initially excluded 3
literature reviews but opted to include them after the screening due
to their relevance to this paper’s topic, which led to us including a
total of 25 documents in this review.Figure 1 presents a PRISMA
diagram that outlines our review process and its results.

Data extraction

Working with input from research team members, 2 co-authors
reviewed the 25 documents, extracted data, and populated an
extraction table. Table 1 below presents a summary of each
reviewed study’s author, year, and location; study aims and meth-
ods; population and study setting; key findings; and themes.
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Figure 1. PRISMA diagram.

Results

Of the 25 articles included in this review, 21 presented find-
ings from studies geographically located in the United States. The
remaining 4 presented findings from studies located in the United
Kingdom. Regarding the studies’ specific PPC locations, 8 con-
sidered hospice-based PPC, 20 examined home-based PPC, and
17 were focused on hospital-based PPC (some studies examined
more than one location where children receive PPC.). Three key
themes emerged from our review of the literature concerning PPC
and place: (1) factors influencing decisions about the place of PPC,
(2) preferences for at-home PPC, and (3) impacts of PPC places on
identity and family dynamics.

Factors contributing to place-related PPC decisions

Various complex and intersecting factors contribute to how par-
ents and children make decisions about place of PPC and death.
The impending death of a child generates a multitude of individual
and family needs, emotional reactions, and shifts in priorities that
together impact care planning anddecisions about place of care and

death (Johnston et al. 2017). Internal family factors (e.g., comfort,
familial support, andparent capabilities) and those that are external
to the immediate family unit (e.g., access to resources, proximity to
medical care, and extended family) all feed into a family’s decision
about the place where they want their child to receive PPC.

In a study by Martinson et al. (1978), primary caregivers indi-
cated that their key priority was to provide the most comfort
possible for their children and that they often desired PPC at home
to help with achieving this priority (Martinson et al. 1978). These
parents found the home to be a place where they could more easily
create comfortable spaces for their children throughout the dying
process. In a different study, the impacts of parents’ belief in their
ownmedical caregiving capabilities were explored (Martinson et al.
1977).The skills and confidence that a parent feels they possess and
can apply in providing care to their dying child played a critical role
in deciding where their child should receive care (Edwardson 1983;
Martinson et al. 1977). Edwardson et al. (1983) found that parents’
feelings of competency concerning the provision of medical care
to their child led some to choose home as the place of death, while
parents who felt less comfortable providing medical care to their
child had a stronger preference for hospital or hospice-based care
(Edwardson 1983).
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Table 1. Summary of reviewed documents

Study and location Description
Population and
setting Key findings Themes

Empirical studies

1. Bender et al.
(2017), Germany

Aim: Examine the characteristics of patients
receiving pediatric palliative home care and
the frequency of parents wanting to bring
their child home for end-of-life care

Population: 213 chil-
dren with life-limiting
conditions

Families of children with diagnoses other
than cancer reported a lack of support ser-
vices. Specialized home care services were
developed to meet the needs of families who
wished for death to occur at home.

1, 2

Methods: Retrospective analysis of elec-
tronic record charts of pediatric patients in
palliative care

Setting: Home,
hospital, and hospice

2. Bettini (2020),
United States

Aim: Examine barriers to PPC communication
created by Covid-19 care restrictions

Population: 7-month-
old infant, family of
patient

Telehealth approaches are not a perfect
replacement for in-person interactions,
though they were found to be useful in deliv-
ering difficult conversations during end-of-life
care.

3

Methods: Case study using observations and
interviews in which communication occurred
via telehealth

Setting: Hospital

3. Castor et al.
(2018), Sweden

Aim: Describe lived experiences of PPC
patients and their families when care is
delivered at home

Population: 15
families of PPC
patients

Delivery of care at home was found to
strengthen relationships within and outside
the family unit. Home care provided an envi-
ronment conducive to promoting well-being
of patients and their family members.

2, 3

Methods: Qualitative interviews with PPC
patients and their families

Setting: Home and
hospital

4. Dabbs,
Butterworth and
Hall (2007), United
States

Aim: Explore challenges and barriers asso-
ciated with increasing access to hospice
care

Population: 225 fam-
ilies of children who
died from terminal
conditions

Pain/symptom management of children in
care posed a challenge in the hospice setting.
Parents often lacked various types of support
when care was delivered at home.

1, 2, 3

Methods: Questionnaire and interviews
completed by parents of children with
life-threatening conditions

Setting: Home,
hospital, and hospice

5. Edwardson
(1983), United
States

Aim: Explore decision-making process of
physicians and parents in choosing between
hospital and home care for children in
terminal phase of cancer

Population: 123
deceased pediatric
cancer patients
and 103 parents of
deceased patients

Physicians’ influence and their dominant
care delivery method is a key influence on
decisions about location of death during the
terminal phase.

1

Methods: Interviews with parents and data
collection from patient records

Setting: Home and
hospital

6. Feudtner,
DiGuiseppe and
Neff (2003), United
States

Aim: Describe hospital care received by chil-
dren and young adults in their last year of
life

Population: 8893
deceased patients
aged 25 years and
younger

Infants who died spent most of their lives in
hospital care, while older children and young
adults spent more time outside of the hospi-
tal when not receiving care. It is critical that
PPC is available and accessible to patients in
both hospitals and home community settings.

1

Methods: Analysis of patient record
information and death certificates

Setting: Hospital

7. Gao et al. (2016),
England

Aim: Describe factors associated with what
denotes a “good death” and how it relates to
location of end-of-life care

Population: 12,774
deceased pediatric
patients with cancer

Home and hospice were found to be pre-
ferred locations of pediatric cancer patients
and their families in facilitating good-quality
end-of-life care. However, hospital deaths
were found to be the most common.

1, 2

Methods: Analysis of patient record
information

Setting: Home,
hospital, and hospice

8. Higginson and
Thompson (2003),
England

Aim: Examine the factors that influence the
place of death for children dying of cancer

Population: 3197
deceased can-
cer patients aged
0−24 years

Home was identified as a preferred location
of death for children dying of cancer. Death at
home was found to be less likely for those of
a lower social class.

1, 2

(Continued)
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Table 1. (Continued.)

Study and location Description
Population and
setting Key findings Themes

Methods: Analysis of patient record
information and death certificates

Setting: Home,
hospital, and hospice

9. Lauer et al.
(1985), United
States

Aim: Describe experiences of siblings of
children who died at home versus in hospital

Population: 36 siblings
of children who died

Siblings reported higher levels of preparation
for a child’s impending death when care was
delivered at home. When death occurred in
hospital, siblings reported feelings of isola-
tion and lack of support during end-of-life
process.

2, 3

Methods: Questionnaires and interviews
completed by siblings of children who died

Setting: Home and
hospital

10. Lindley, Mixer
and Mack (2016).
United States

Aim: Examine the factors influencing the use
of home care versus hospice care at the end
of life

Population: 989
deceased PPC
patients

Use of home care at the end of life for chil-
dren with chronic complex conditions was
low. The role of hospice care services in pro-
viding symptom management was associated
with higher rates of hospice care delivery.

1, 2

Methods: Analysis of patient record
information

Setting: Home and
hospice

11. Martinson et al.
(1978), United
States

Aim: Examine the process of facilitating
home care for children dying of cancer and
coordinating care

Population: 32 fami-
lies of children dying
of cancer

Primary caregivers’ key concern was provid-
ing the most comfort as possible for their
children. Facilitating support and care from
nurses was crucial to allowing for end-of-life
home care.

1, 2, 3

Methods: Analysis of patient records/notes;
interviews with families of children dying of
cancer

Setting: Home and
hospital

12. Martinson et al.
(1977), United
States

Aim: Determine the feasibility and favorability
of home care for children dying of cancer

Population: 29 chil-
dren dying of cancer
and their families

Most families expressed a desire for care to
occur at home. Pain management was found
to be well controlled in the home, making it
an appropriate care alternative for families.

1, 2, 3

Methods: Interviews and observations of fam-
ilies of children dying of cancer being cared
for at home

Setting: Home and
hospital

13. Meert et al.
(2008), United
States

Aim: Describe how the experience of the envi-
ronment impacts parents at the time of their
child’s death

Population: 33 parents
of 26 children who
died in a pediatric
intensive care unit

Positive environmental memories were asso-
ciated with feelings of comfort and ease
during bereavement. Negative environmental
memories were associated with devastation
throughout the process.

3

Methods: Interviews with parents 2 years after
their child’s death

Setting: Hospital

14. Needle (2010),
United States

Aim: Describe the benefits and limitations of
home extubation using a pediatric critical
care team

Population: 6-month-
old indigenous infant
with down syndrome,
parents of child,
critical care team
members

Home extubation can be a feasible option
for families wishing for death to occur at
home. Home extubation allowed for privacy,
spiritual connection, and preservation of
familial roles.

2, 3

Methods: Case study using observations and
interviews of a pediatric home extubation

Setting: Home

15. Nelson and
Mott (2017), United
States

Aim: Describe the process and reasoning
used to develop a structured system for PPC
transport

Population: 9 parents
of deceased children

Parents shared positive experiences with
pediatric palliative transport services, as they
offered families an option to have end-of-life
care delivered in their preferred location.

1, 2, 3

Methods: Interviews with parents of critically
ill children transported for end-of-life care
delivery

Setting: Home,
hospital, hospice

(Continued)
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Table 1. (Continued.)

Study and location Description
Population and
setting Key findings Themes

16. Noje et al.
(2017), United
States

Aim: Examine the experiences of children and
their families during transport home for the
end of life

Population: 3 PPC
patients, their fami-
lies, critical care team
members

Despite logistical challenges associated with
transporting a critically ill patient home, each
family strongly preferred an at-home death.

2

Methods: Data collection from patient records
and transport notes as well as interviews with
families and care team members

Setting: Home and
hospital

17. Sanderson
and Burns (2017),
United States

Aim: Describe the benefits and limitations of
home-based PPC

Population: Literature
reviewing home-
based PPC

Consistent benefits of home-based care
include privacy and familiarity. Limitations
include care provider incompetency and lack
of palliative care experience.

2, 3

Methods: Review literature on home-based
PPC

Setting: Home

18. Shah et al.
(2011), England

Aim: Evaluate patterns in palliative care deliv-
ery and factors influencing place of death for
children who died of cancer

Population: 1864
deceased pediatric
oncology patients

Associations were found between place of
death and type of cancer as well as length of
care. A substantial number of children from
ethnic minority groups were found to die in
hospital.

1

Methods: Data collection of patient record
information and death certificates

Setting: Home,
hospital, and hospice

19. Tang et al.
(2011), Taiwan

Aim: Examine trends in aggressive end-of-life
care for PPC patients in Taiwan

Population: 1208
deceased pediatric
oncology patients

Parents were willing to continue aggres-
sive end-of-life treatment to avoid death.
Aggressive treatments at end of life were
associated with professionals’ reluctance to
stop treatment.

1, 3

Methods: Analysis of patient record
information

Setting: Home and
hospital

20. Taylor et al.
(2021), United
Kingdom

Aim: Describe merit of consulting young peo-
ple on palliative care provision to inform
practice/policy

Population: 14
patients with
life-threatening
conditions aged
12−18 years

Young people emphasized a desire to be
involved in their care planning, noting they
have the “lived experience” of their condition.
The needs of young people in PPC planning
were often left unmet.

1, 3

Methods: Focus group interviews and
individual patient interviews

Setting: Home,
hospital, and hospice

21. Thienprayoon
et al. (2015),
United States

Aim: Examine the impact location has on the
quality of end-of-life care for children with
cancer

Population: 202
pediatric oncology
patients

Parental satisfaction with quality of care
was higher when children were able to die
at home. Hospice care was associated with
lower rates of acute tertiary health-care use.

1, 2

Methods: Analysis of patient record
information

Setting: Home,
hospital, and hospice

22. Vickers et al.
(2007), United
Kingdom

Aim: Evaluate the efficacy of an outreach
palliative care model in allowing children
with incurable cancer diagnoses to die at
home

Population: 185 fam-
ilies of children with
incurable cancer

Home was found to be the principal location
of end-of-life care. Families clearly preferred
for death to occur at home and found having
this option to be emotionally significant.

1, 2

Methods: Questionnaires completed by
families of a child with incurable cancer

Setting: Home,
hospital, and hospice

Literature reviews

23. Ziegler and
Kuebelbeck (2021),
United States

Aim: Evaluate the definition of perinatal
palliative care and the population it serves

Population: n/a
(Literature review
of perinatal palliative
care)

A community-based hospital setting for the
provision of perinatal palliative care can pro-
vide families with the benefits of customizing
the end-of-life care experience.

1, 3

Methods: Literature review of perinatal pal-
liative care, focusing on case study on a
perinatal community program

Setting: Hospital

(Continued)
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Table 1. (Continued.)

Study and location Description
Population and
setting Key findings Themes

24. Johnston et al.
(2017), United
States

Aim: Examine the differences between the
quality measure in the delivery of adult end-
of-life care versus pediatric end-of-life care

Population: n/a
(Literature review
of end-of-life care
quality measures in
adult and pediatric
settings)

Adult end-of-life care quality measures are
unable to address the needs of pediatric
patients. End-of-life care quality measures for
adult palliative care tends to be more well
developed and systematic than that of PPC.

1, 3

Methods: Review literature on quality care
measures for adult palliative care and PPC

Setting: Home and
hospital

25. Jones (2011),
United States

Aim: Describe barriers to accessing pediatric
hospital and PPC

Population: n/a (litera-
ture review of barriers
facing children with
terminal conditions)

Nurses and physicians require more training
on the specialized delivery of PPC to make
end of life as painless as possible for children
and their families.

1

Methods: Review literature on PPC delivery
options, focusing on impact of care on the
needs of children and families

Setting: Home,
hospital, and hospice

Access and proximity to resources have also been found to con-
tribute to parents’ decisions about where their child receives PPC.
Access to necessary medical equipment that allows for safe and
comfortable care at home was highlighted as a large contributing
factor to being cared for at home versus a hospital (Taylor et al.
2021). Meert et al. (2008) found that families having access to
Health Care Providers while at home was a key factor in decisions
about the place of PPC and death, as access to these profession-
als can create a feeling of security while caring for a child at
home (Meert et al. 2008). Gao et al. (2016) suggested that while
home deaths are often preferred, many families at times experience
limited access to the services, equipment, and staff needed to ade-
quately and safely support their child at home (Gao et al. 2016).
For this reason, some families deem the home as an impractical
and infeasible place for children’s PPC.

While parents’ preferences for place of PPC must be considered
as part of care planning, so too must the preferences of children.
However, only 1 (Taylor et al. 2021) out of the 25 reviewed stud-
ies considered children’s preferences regarding their end-of-life
care. Taylor et al. (2021) found that children valued the qual-
ity of care they received more, so than the place where the care
was provided. Child participants identified some key aspects of
care that they associated with good quality care, irrespective of
place, which helped them to feel cared for and safe. These factors
included having familiar and accessible specialists with knowledge
of their condition, being treated as an individual with autonomy,
care providers taking adequate time to understand and meet their
unique care needs, and the continuity of relationships with their
care providers (Taylor et al. 2021).

Preferences for at-home PPC

The preference for death at home rather than in hospital-based or
hospice-based end-of-life care was evident across the examined lit-
erature for amyriad of reasons (Castor et al. 2018; Edwardson 1983;
Gao et al. 2016; Martinson et al. 1978; Needle 2010; Sanderson and
Burns 2017; Vickers et al. 2007). Across studies, privacy, cultural
background, grief and bereavement, spirituality, and family life are
commonly noted as contributing to families’ preference to receive
PPC at home (Castor et al. 2018; Needle 2010).

Privacy was among the highest cited factors contributing to par-
ents’ desire for home-based PPC (Meert et al. 2008; Needle 2010;

Sanderson and Burns 2017). The home fulfills a specific parental
need when navigating a child’s end-of-life care, as it offers exclu-
sive physical closeness and comfort with their child and allows
for private family conversations (Meert et al. 2008; Needle 2010;
Sanderson and Burns 2017). Across studies, families highlighted
the importance of having privacy during end-of-life care to allow
for grieving and difficult discussions with family members with-
out having to deal with lacking privacy and scheduling constraints,
both of which are often present in hospital environments (Meert
et al. 2008; Needle 2010; Sanderson and Burns 2017). Having the
privacy of a home throughout, PPC can also add to feelings of
comfort and safety when engaging in cultural and religious prac-
tices (Sanderson and Burns 2017; Tang et al. 2011). For example,
a family’s home serves as a familiar and comfortable physical envi-
ronment that allows for an intimate, non-judgmental space to prac-
tice faith and spirituality and to carry out religion-/culture-specific
end-of-life rituals (Needle 2010; Sanderson and Burns 2017; Tang
et al. 2011). Having the comfort of a home environment to carry
out rituals and traditions can add to a family’s closeness and feel-
ings of comfort and safety during the vulnerable end-of-life care
period (Needle 2010). Home environments and the real and per-
ceived privacy and safety they offer promote a peaceful atmosphere
for the child, as well as for family members’ grieving, healing, and
psychosocial recovery from a dying child (Castor et al. 2018).

While numerous studies have shown that home is the preferred
place for a child to receive PPC, having PPC and a child’s death
occur at home can alter how a family views and relates to their
home. This, in turn, may affect family dynamics and how a fam-
ily uses different spaces of their home following a child’s death. In
the following section, we consider implications of receiving PPC
at home on family dynamics and the grieving process following a
child’s death.

Impacts of PPC places on identity and family dynamic

Place plays a critical role in the ways in which family members
come to understand their own roles and relationships within the
family. Castor et al. found that siblings of children who died at
home were more readily able to engage in their typical activities,
rather than their lives being strictly governed by their siblings being
hospitalized (Castor et al. 2018). This ability for siblings to partake
in normal aspects of their lives (e.g., their recreational activities,
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play dates, sports) as a child receives PPC at home allows for them
to experience some degree of normalcy in their everyday lives
while also processing anticipatory grief. Siblings of children dying
at homehave also reported feeling greater connection to their dying
sibling and family, as well as feeling more involved in the death
process (Castor et al. 2018; Lauer et al. 1985). Further, siblings of
children who have died at home have also reported that the home
environment enabled more adequate preparation for the impend-
ing death, direct communication, and parental support (Lauer et al.
1985). Alternatively, families of children who have received PPC
in hospitals have reported feeling poorly prepared for the impend-
ing death, a lack of involvement in the care and dying process, and
a sense of isolation from death-related events and the death itself
(Lauer et al. 1985). Siblings of dying children in home environ-
ments appreciated that home care services allowed their family unit
to stay together (Castor et al. 2018). Siblings’ feelings of separation
from a child’s in-hospital death has been found to lead them to feel-
ing less connected to their family following the death and feeling
that their role and presence in the death process was less significant
as those whose siblings died at home (Lauer et al. 1985). Receiving
PPC at home not only strengthened family connections but also
provided more opportunities to be together and contribute to care
(Castor et al. 2018; Lauer et al. 1985). This is because less time and
energy was expended traveling back and forth to hospitals, and at
home family members are often more involved in supporting PPC
(Castor et al. 2018).

Receiving PPC at home has been found to impact the ways
in which parents perceive themselves and their ability to provide
medical care for their child (Castor et al. 2018; Martinson et al.
1977). Parents whose children received PPC at homewere found to
have stronger ties and connections to relatives and friends (Castor
et al. 2018). At-home PPC can enable families to continue nurtur-
ing relationships with family and their surrounding community.
Moreover, it can help families to carry on with some regular activ-
ities that help to maintain a degree of normalcy within their day-
to-day lives and to find reprieves from the remarkable difficulties
of a child’s dying process and death (Castor et al. 2018). One study
also found that children whose siblings died at home reported the
same, or stronger, family cohesion following the death of their sib-
ling compared to children whose siblings died in hospital (Lauer
et al. 1985). Home-based PPC can also allow for more opportu-
nities to preserve the roles of the parent and sibling (Sanderson
and Burns 2017). In their examination of parents of children who
died at home versus those who died in a hospital, Thienprayoon
et al. (2015) found that parents whose children died at home were

quicker to adapt to “normal” social functioning, felt less isolated
and less strain on theirmarriage, and experienced considerably less
guilt.

Themeanings thatwe ascribe to a place of PPC anddeath extend
beyond those that are considered and felt during the dying pro-
cess and at death. That is, the place of PPC and death can impact a
family’s relations, QoL, and grieving long after the child has died.
Vivid memories of the place where death occurs can affect how
feelings of grief are processed long after the child’s death, and revis-
iting where the death occurs (e.g., the location in one’s home) may
affect how those memories are experienced and processed. Meert
et al. explored this notion and reported that positive associations
with the environment, or aspects of the environment, can comfort
parents and ease their bereavement process. Parents who spoke of
negative associations with the environment reported more difficult
and convoluted grieving processes (Meert et al. 2008).

The themes that emerged through our analysis of the liter-
ature and that are discussed in this paper led us to develop
a list of key questions that families of children receiving PPC
can ask themselves, reflect upon, and discuss with their health-
care practitioners. The questions are intended to help families
make an informed decision about the place of PPC that is
tailored to their specific circumstances (e.g., their capabilities,
preferences, values, rituals, and more). Figure 2 presents the 6
questions.

While research has begun to explore the impact of place on
palliative care for children, and their families, many gaps persist.
There was a scarcity of research exploring children’s perspectives
and desires on where they receive palliative care. It is essential
that the views of children are integrated into research that directly
impacts their well-being. Further, most of the research to date has
focused on hospital-based or home-based PPC, with little focus
on hospice care for children. While the literature highlights the
preference for PPC to be received at home, to our knowledge, no
research has been conducted to explore how a child’s death at home
can affect how families experience home after the death. Future
research exploring the resultant relationship with the home follow-
ing the death of a child is warranted. Further, while the preference
for PPC at home is evident in the literature, it is imperative that
future research exploresways to best provide optimal palliative care
at home. Lastly, our literature review explored studies conducted in
the Global North. It would be beneficial for future research to con-
sider Global South perspectives and practices pertaining to PPC
and place, as they will likely offer further helpful knowledge on this
topic.

Figure 2. Questions to aid decisions about the place of PPC.
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Conclusion

The place of PPC (typically at home, in hospital, or in hospice)
plays a critical role in how PPC is provided and experienced. In
this review of 25 articles that explore the relationship between place
andPPC, aswell as how families experience navigating PPCand the
dying process, we have identified some key findings and consider-
ations that can help to inform families’ decisions about the place of
PPC.

The literature makes it clear that the place of PPC does not
only affect the dying child; rather, it affects how the entire fam-
ily unit operates, copes, grieves, and manages PPC and a child’s
impending death. The place of PPC and death can affect how both
parents and siblings come to understand their own role and posi-
tion within a family, how they interact with/relate to a dying child,
how they carry out religious and cultural practices (e.g., end-of-
life rituals), and how the family is able to grieve before, during,
and after a child’s death. When making decisions about place of
PPC, it is important to acknowledge that it represents more than
just where care is received. Place of PPC represents and affects the
privacy a family is granted, the freedom to practice and adhere
to spiritual, religious, and cultural practices, and the ability to be
empowered and integrated, in a meaningful way, into the death
process. While many families may prefer to receive end-of-life care
at home due to a multitude of factors (e.g., comfort for the child,
greater involvement in care provision, and easier for siblings), this
is not always possible (e.g., if parents are not capable of/confident
about providing the necessary support, if at-home PPC supports
are unavailable).

It is important that families undergoing PPC are able to expe-
rience privacy, the freedom to carry out spiritual/religious/cultural
practices and be involved in the PPC provision and dying process
regardless of where PPC is received. It therefore may be practical
for some pediatric hospitals to consider redesigning a selection of
rooms for PPC purposes so that they provide a place of PPC that
better accounts for the needs of not only the dying child but also
the child’s siblings and parents. For example, attention could be
given to creating some fully private rooms with ample space and
comfortable seating for familymembers, offering religious/cultural
symbols and services upon request in multiple languages, provid-
ing lounge spacewhere familymembers can grieve andhave private
discussions away from the child, as well as support programming
for siblings.

The place of a child’s death may impact how families come
to recognize their own roles within the family dynamic. When
navigating the dying process, families are not only processing the
impending death of their loved one in the place they choose for
the child’s care and death. The place – that is, its privacy, comfort,
PPC supports – all become part of the family’s coping and griev-
ing process. For example, a child’s death at home may bring about
difficult emotions associated with entering and using the room or
space where the child died, which could warrant consideration for
some when making decisions about place of PPC and death.

Alarmingly, among the 25 reviewed studies, only one study
included the voices of children. In pediatric research, it is still
common for parents’ voices to be prioritized and viewed as rep-
resentative of the opinions and perspectives of the child. However,
it is essential that we recognize the value and agency of children’s
input in care-related decisions (Harcourt and Einarsdottir 2011;
James et al. 1990), including those pertaining to PPC. Children are
experts on their own lives, needs, and desires, and it is critical that

the ways and places in which they want to receive care and experi-
ence life, at the end of life, is planned in alignment with their values
and desires (Taylor et al. 2021).

While place has largely been considered in geography, architec-
ture, and urban planning research, this scoping review highlights
the importance of considering place in health care and, specifically,
PPC. The meanings we ascribe to physical spaces impact the ways
in which care is experienced for children receiving palliative care
and their families. We hope this paper acts as a catalyst for future
research in this area to further advance our knowledge of ways
in which place and PPC are experienced so we can best support
this vulnerable population. Further, we encourage readers to use
Figure 2 as a takeaway tool that can help families tomake informed
andmeaningful decisions regarding the place and PPC.This review
represents an important first step in understanding the importance
of and preferences for place when receiving PPC, and it offers a
strong foundation to impact clinical care and drive future studies.
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