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Abstract

Background: Play is central to children’s lives. Children living with palliative care needs
experience disruption in their play. In this study, we sought to discover the characteristics and
patterns of children’s play when receiving care in children’s hospital wards and hospices in
Kuwait and the United Kingdom.

Methods: A qualitative nonparticipatory observation design was used. Thirty-one children
were observed, between the ages of 5 and 11years, all diagnosed with life-limiting or life-
threatening conditions and receiving palliative care. The data were analysed using content
analysis.

Results: The children’s illnesses were negatively impacting their ability to have typical play
for their age and development. The children’s interactive play was with grown-ups and very
rarely with other children. This was associated with isolation precautions, the child’s need for
assistance and a lack of play resources that match children’s physical and cognitive abilities.
This gave rise to their engagement in more sedentary, solitary play. The findings of the study

did not indicate significant cultural differences between the two countries.

Conclusion: Children living with palliative care needs may be socially isolated due to their
illnesses and their play participation can be limited. Understanding the influencing factors
that determine these children’s play is essential for implementing effective modifications to

enhance their play routines.
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Introduction

Play is central to children’s lives and to their
acquisition of skills.! It serves different purposes
for different groups, including their physical, cog-
nitive and psychosocial development.?3 Despite
the available evidence suggesting differences in
cultural values and attitudes towards play, it is a
universal dimension. Play is one of the children’s
rights, regardless of any health condition(s) that
they are living with.23

There is strong evidence that children living with
palliative care needs often experience loss or
impairment that affects their participation in

play.#® This may be related to physical con-
straints to equipment use (e.g. technology-
dependent children and the limitations placed on
their play from using these devices), or as a result
of the child’s health condition, either directly or
as a consequence of necessary precautions (e.g.
being in isolation to reduce infection risk).%%-8

There is limited research into the nature of play in
children with palliative care needs and most stud-
ies have been limited to children with oncological
conditions.® Witt er al.” explored the impact of
leukaemia on play in children aged 3-13years
and found that children usually participated in
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passive play activities, such as watching TV or
movies, using tablets or smartphones, and that
such activities constituted primarily solitary play.
Similar findings have been shown in a cohort of
children undergoing cancer treatment, wherein
most were shown to use electronic devices, which
can be easily manipulated in their own bed space
as a form of entertainment.® It is clear that the
child’s health condition can significantly nega-
tively impact their ability to engage in active play,
leaving the child weakened and with limited phys-
ical mobility.!® However, most often children’s
play is with adults during their hospitalisation,
which demands time and energy from adult car-
egivers.”>11,12 It is plausible that this reliance on
adults for play may impact the nature and fre-
quency in which a child can engage in play.

In this observational study, we sought to explore
the nature of the everyday play of children living
with palliative care needs while receiving inpa-
tient care. The research’s objectives were to

1. Discover the characteristics and patterns of
children’s play in hospital wards and
hospices.

2. Explore differences in these children’s play
across two countries and cultures: Kuwait
and the United Kingdom.

Methods

This is an observational study with children living
with palliative care needs to explore their play
nature. For the purpose of this study, play was
referred to as the child’s behaviour of engaging in
a freely chosen activity that appears to carry a
subjective experience of joy and fun.!3-15

Study design

An observational qualitative approach!® was used
to explore this under-studied phenomenon
regarding the everyday play of children living with
palliative care needs, within the inpatient health-
care settings. This was part of a larger study
exploring features of a supportive play environ-
ment for children with palliative care needs.!”

Participants

Children were recruited from four settings: a chil-
dren’s hospice and hospital in Kuwait, and a hos-
pice and hospital in the United Kingdom. The
inclusion criteria were children diagnosed with a

life-limiting or life-threatening condition and
have palliative care needs, and aged 5-11years
representing middle childhood ages. The clinical
team at each setting identified participants who
were eligible for the study.

Recruitment and ethical consideration

The sampling was purposive in terms of partici-
pants and times of observing.!8-20 Each child was
observed on two different days at different times
of the day, morning and afternoon, each for 1h.
This was helpful to sample the phenomenon to
cover as many factors as possible that could be
related to time of the day.

Children and their carers provided informed writ-
ten assent and consent, respectively, to take part
in this study. Ethical approval was granted by the
ethics committee at the University of Southampton
(No. 27832), Health Research Authority (REC
reference: 18/WM/0127) and each research site.

Data collection

Data collection was undertaken by one researcher
(Z]). Data were systematically gathered using a
prior-planned guidance, observational schedule
that included recording the areas of observations,
children’s play behaviours, play tools, their inter-
actions with others during play, and any culture-
play-related factors. These data were also
triangulated with the use of photographs (where
applicable) and via informal discussions with par-
ticipants to elucidate unclear dimensions raised
during the observation. Photos were taken that
were used for the purpose of this study only, and
where appropriate consent to use photographs in
reporting the study was secured.

The researcher followed the child and observed
without interruption. The researcher took the role
of a ‘marginal participant’ where the role was largely
passive to gather data as they were naturally occur-
ring.!® The researcher did respond only when the
child asked, but without leading them. Thus, some
children had their parents, siblings or visitors.

The researcher utilised several techniques to
manage the asymmetrical power with the children
and minimise the social distance that might affect
the quality of the data. This included showing
interest in the child’s play and valuing the child’s
world, explaining the research in a comprehensive
fashion appropriate for each child’s level
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Table 1. Characteristics of the participants.

Characteristics Kuwait hospital  Kuwait hospice UK hospital UK hospice
Sample size, n (%)? 10 (32.2) 31(9.6) 10 (32.2) 8 (25.8)
Gender, n (%) Male 3(30) 1(33.3) 3(30) 4 (50)
Female 7 (70) 2 (66.7) 7 (70) 4 (50)
Ageb, mean (SD) 6.9 (2.07) 6.6(2.8) 7.9(1.9) 8.7 (2.05)
Ethnicity, n (%) Arab 8 (80) 3(100) - -
Asian/Chinese 1(10) - 1(10) 1(12.5)
White British - - 9 (90) 6 (75)
Black/African 1(10) - - 1(12.5)
Diagnosis, n (%) Neurology 1(10) 1(33.3) 1(10) 5 (62.5)
Oncology 3(30) 1(33.3) 2 (20) 1(12.5)
Haematology 4 (40) - 2 (20) -
Congenital 2 (20) - - 2 (25)
Genitourinary - 1(33.3) 1(10) -
Cardiology - - 2 (20) -
Metabolic - - 2 (20) -
Spectrum of palliative care Yellow 8 (80) 2 (66.7) 8 (80) 6 (75)
need,c n (%)
Amber 2 (20) 1(33.3) 2 (20) 2 (25)
Total hours of observation 20 6 20 16

aThe percentage is calculated for the total sample size.

bMean and standard deviation are used to present the descriptive data.
cAccording to the Spectrum of Children’s Palliative Care Needs:? yellow: children expected to die before adulthood (18years old) and amber:

children where death is expected in a few months to years.

of understanding, creating specially designed
children’s information sheets that were based on
their age and obtaining their approval to partici-
pate alongside their legal guardian’s consent.

Analysis

The data were analysed using content analysis
qualitatively and inductively.2-22 Phases of con-
tent analysis were followed as set out by the Elo
and Kyngis?! framework. NVivol2 was used to
manage the data. The data were coded and cate-
gorised. Random samples of observation notes
and photos were independently assessed against
the coding framework by the research team (ASD

and DR) and then discussed with the data collec-
tor (Z]) to ensure consistency and achieve inter-
coder agreement.23:24

Findings

Data were collected from 31 children and equated
to 62h of observation. Table 1 provides the par-
ticipants’ demographic information.

Three categories relating to children’s play were
identified (Table 2), namely, (1) influence of the
conditions on children’s play, (2) children’s play
patterns and (3) children’s interaction during
play, each of which is presented in turn.
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Table 2. Identified categories.
Category Subcategory
Influence of the condition  Isolation
Assistance

Play patterns

Interaction during play

Play with electronic devices
Accessibility to play resources
Limited play interaction with other children

Frequent playmate

Play with healthcare team

Influence of the condition

Isolation. The children’s palliative care needs
arising from their health conditions were nega-
tively associated with their play in several ways.
Some of the children were in isolation and thus
unable to share other areas (e.g. the playroom) or
to share play equipment. For example, a 7-year-
old boy at Kuwait’s hospital who was in isolation
was in his individual patient room; he frequently
repeated his need to leave the room: ‘I’m feeling
bored, I want to get out of the room ... I want to
go to the playroom’. His mother suggested bring-
ing him toys from the playroom, but he replied,
saying, ‘But I want to go out’.

Assistance. Children’s health conditions left
them weakened. The children had difficulties
using small objects, in particular in their con-
structive play (i.e. creation, making and build-
ing), such as fitting Lego bricks, getting glue or
simply opening the lid of a colouring pen. A
9-year-old girl within the UK hospital was left
feeling frustrated from having to frequently ask
for a help; she said disappointedly, ‘Cannot open
pens’.

People who provided the assistance vary accord-
ing to the settings and to each family. For some,
it was nurse, play specialist, physiotherapist, vol-
unteers or family members. For some children,
adults were observed doing the play for those who
appeared to have poorer cognitive and language
skills in regard to their ages. They were either
moving the child passively to interact with toys or
playing in front of the child. In one instance, a
carer was seen passively moving the hand of
5-year-old girl at a hospice to move a brush (see
Figure 1).

Play patterns

Play with electronic devices. Figure 2 presents the
types of play that children participated in across
the four settings. Playing with electronic devices
was the most observed type of play that children
engaged in. Children considered it as part of their
everyday activities when they were asked about
their routine: ‘I only play with the phone. If the
phone was not charged, I will sleep’ (7-year-old
boy in the Kuwait hospital) and ‘Eat, sleep, inter-
net and talk’ (7-year-old girl in the UK hospital).
Children used electronic devices to watch You-
Tube, to play games and to take photos. It is
worth highlighting that the availability of an Inter-
net connection was required for most of their
play. The Internet therefore, at times, facilitated
play (albeit online) with others. When not playing
with electronic devices, children played with oth-
ers (almost always with grown-ups), including
pretend, constructive, and explorative play.

The Kuwait hospice was the only setting in which
none of the children played with electronic devices
because it was normal practice for the staff (e.g.
play therapist and music therapist) to develop and
implement a preplanned organised schedule of
activities for the whole day. Some of the activities
were decorating a photo frame and outdoor play.

Accessibility to play resources. The different set-
tings had different areas where children could
play, and an extensive array of play equipment
(Figure 3). Some settings have accessible outdoor
area or a playroom. In addition, at the hospices,
they had specialised equipments that were
adapted to children’s special needs (Figure 4).
However, the limited accessibility of these avail-
able resources (e.g. restrictions within the setting
such as a trained staff member should be available
for the area to be used by the child or lack of
capability to use independently) was perhaps the
greatest influencing factor on children’s play. This
was very clear in regard to the active play (see Fig-
ure 2), which was one of the least play types.

It was notable that that majority of children’s
time was spent playing on electronic devices,
except for children in Kuwait’s hospice, both in
Kuwait and the United Kingdom, and that this
was particularly evident when they were observed
in their room on their beds, but also when in the
playroom. Children were used to having these
electronic devices accessible and reachable as
they could use it whenever.
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Interaction during play

Limited play interaction with other children. Lim-
ited play interaction between children was
observed. This was largely in shared areas, in the
four settings. When children did interact, it was
for very short group activities where the children’s
play was in parallel; children played alongside
other children nearby, but with very limited or no
interaction. Table 3 is a summary of the common
features with regard to children’s social interac-
tion during play in each setting.

Frequent playmate. Other children’s cooperative
play (i.e. child plays and interacts with others)
was with grown-ups (e.g. their parents, play spe-
cialists and volunteers) when these adults were
willing and available. For a number of partici-
pants in both countries, the parents replied pas-
sively to their children’s play during the beginning
of the observation: ‘I will tell you from now, she
(the child) will just be in her bed playing with her
iPad’ (a mother of a 6-year-old girl at the Kuwait
hospital). However, this was not the case during
the 2h of observation. This child herself asked the

Kuwait hospital

1% 4%

< 13%
\ %
6%

Kuwait hospice

2%
15%
20% = Communication play (e.g., jokes, singing and
& = storytelling)
0% ¥ Play with electronic devices (e.g., watching
: TV and playing videogames)
13%
66%
25%

Figure 1. Child engaging in colouring with high level of physical assistance.

researcher if she could play with her, she sug-
gested different types of play (e.g. hand clapping
games, pretend school play and colouring) and

UK hospital

1% o
32% 37%
® Active play (e.g., running, jumping, playing
sports and rough-and-tumble)
Explorative play (e.g., exploration of
object/environment and simple
manipulation of objects)
1% ¥ Constructive play (e.g., arts and crafts,
building blocks and puzzle)
9% 04%

= Pretend play (e.g. imitation, role play, make
a believe play)

UK hospice ® Games with rules (e.g., connect four and
monopoly)

Figure 2. Types of play that children participated in across the four settings.
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(@)

Figure 4. Specialised adapted equipments for children using wheelchair: (a) Fare wheel in Kuwait's hospice

and (b) wheelchair trampoline in the UK hospice.

the researcher engaged with her in all of her sug-
gestions (Figure 5).

Play with healthcare team. The healthcare team
rarely engaged with children’s play, particularly
those within the hospital setting. An 8-year-old
girl pretended to be a thief and covered herself
with a blanket when the healthcare team — the
‘police’ as she imagined — entered her room at the
hospital. However, they did not respond to her
play because when they entered the room they dis-
cussed the child’s care with the mother and then
left the room without interacting with the child.
Very few of the healthcare team interacted with
the children, to ask what they were doing. Their

interaction with children at the hospitals was lim-
ited to their medical care. Hence, some of the chil-
dren initially avoided the researcher in this study
as they did not expect an adult at the hospital to
play with them or even have interest in their play.
One of the children (5-year-old boy at the UK
hospital) later on explained their avoidance: ‘I
don’t want you to give me injection and feel pain’.

Observed differences
Despite the fact that most of the findings were
similar across the four settings, a few differences
were noted between Kuwait and the UK, and the
hospital and hospice.

journals.sagepub.com/home/pcr
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Table 3. Common features of children’s social interactions during play in each setting.

Research settings Kuwait hospital UK hospital Kuwait hospice UK hospice
Child’s social Family members? No play interaction  Limited play Limited play Were not present
interaction with interaction® interaction

Other children

Staff at the setting

Frequent playmate
their own

No play interaction

No play interaction

Usually played on

Minimal parallel play®
interaction

Limited play interaction Engaged in play

On their own
or with family
members

On their own or with
play specialist

Parallel play interaction

Engaged in almost

all children’s play

Hospice staff

aIncludes siblings.

bThe other person interacted with the child during their play but for very short period, and not during their whole play time.
cParallel play is a child plays near others who is also playing but there is no interaction between them.

Figure 5. A child playing with the researcher: (a) Playing school pretend and (b) colouring.

Differences between countries. More children in
Kuwait were observed engaging in pretend play
than in the United Kingdom (Figure 2). In addi-
tion, considering the patients’ rooms in Kuwait,
the researcher rarely found play equipment in the
patients’ rooms apart from electronic devices. In
comparison, all the children had their teddies
with them in the United Kingdom and a few had
other things such as Lego and art stuff; however,
they were rarely observed playing with these,
unless they were with others.

Despite the fact that play specialists were availa-
ble at both the Kuwait and UK hospital, in
Kuwait they were more suggestive that the chil-
dren play and in the designated ‘playroom’ only;

they were more encouraging towards the children
but engaged less when compared with the United
Kingdom.

Differences between settings. More communica-
tion/language play and engaging in games with
rules were observed in hospices compared with
the two hospitals (Figure 2). Children played
more with others in hospices than in the hospitals.
The majority of the activities in Kuwait hospices
were parallel constructive play, in which children
took the lead (e.g. decorating frames, painting
and drawing) (see Figure 6). Conversely, within
the UK hospice, most group activities involved
singing, or explorative and constructive play, in
which adults were playing for the children.

journals.sagepub.com/home/pcr
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Figure 6. Activity room in Kuwait's hospice.

Furthermore, at both hospitals most of the chil-
dren’s play was observed in patients’ rooms or
playrooms. In the hospices, children also play on
the floor and outdoor, although these areas did
not have easy access for the child to indepen-
dently use the available resources. Regarding
playing with the healthcare team, more interac-
tion was observed with children in the hospices. A
mother of a 5-year-old girl at the hospice stated
that her daughter did not know that the doctor in
the hospice was a doctor because of the enjoyable
way they interacted with her.

Discussion

This study is the first to explore everyday play of
children living with palliative care needs in chil-
dren’s hospices and hospitals in Kuwait and the
United Kingdom. The findings of this study
revealed that the children’s conditions can be
negatively impacting their ability to have typical
play for their age and development. The children
in this study were found in need for an assistant
from a grown-up to play due to the consequences
of the conditions. The available play resources
were often challenging to use and the settings
were designed and organised supporting specific
types of play. As a consequence, children fre-
quently engaged in sedentary play and rarely
played with other children.

The findings of this study are consistent with the
current body of evidence demonstrating that liv-
ing with palliative care needs limits children’s

play experience.® It seems that life-limiting/life-
threatening conditions are socially isolating health
conditions.® In the hospitals, in particular, the use
of single patient rooms was one of the factors
seemingly associated with very limited interaction
between the children. Several studies have indi-
cated that single patient rooms decrease sociabil-
ity and increase a sense of isolation.26:27 This
sense of isolation in some cases is required
because of the infection control on children; how-
ever, it results in (1) the reduction of contact with
their peers,’ (2) an inability to participate in hos-
pital play activities?® and (3) an inability to use
the playroom.!!

The play activities which the children engaged in
during the observations are in line with current
literature, as most of them were sedentary in
nature and took place in indoor settings. The
children predominantly played with electronic
devices.”%2% This finding is in contrast to what
was found in Jasem ez al.® study in which elec-
tronic devices were not the children’s preferred
type of play. This latter study found that this was
the case, unless they had someone to play with.
Some children were able to join playmates online.
It is important to contextualise our findings
regarding the use of electronic devices in these
children though, as an increase in ‘screen time’ is
not restricted to children with palliative care
needs but is becoming a worldwide issue with
‘normally-developing’ children also.3°32 As a
consequence, this can be considered the norms
with the wide spread of technology. Thus, in a
sense, children living with palliative care needs
may simply be mirroring their ‘healthy’ peers in
living a childhood within a technological age.

In addition to electronic devices, constructive
play (primarily art and crafts) was the second
most common type of play observed. It has been
suggested that the arrangement of play spaces and
the available equipment encourage such types of
play.3® This could propose why the children in
our study were rarely engaged in gross motor/
active play as not every setting is arranged in a
way that supports gross motor play. In addition, it
was noticeable that children often used specific
items or required adults’ assistance to play. Adults
taking part in play has been reported as a means
to overcome children’s limitations.”>2%:3%35 One of
the reasons that could be alluded to this is a mis-
match between the children’s capabilities and the
lack of play tools matching those children’s capa-
bilities. This means there is a lack in the right play
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challenge available for these children when assis-
tance from adults is a necessary component of
their play.

One of the negative consequences of the men-
tioned disparity between children’s abilities and
available play resources is the difficulty to know
by observation whether the children were enjoy-
ing themselves. For children with complex needs
and severe cognitive disabilities, often the adults
were observed playing for them or at them, occu-
pying the time. It was not always clear whether
the child was enjoying the play and there was lim-
ited scope for the observer to truly assess and
understand the children’s passion and the mean-
ing they may have associated with that play. There
is lack of evident guidance on how to assess their
enjoyment levels or playfulness, although there
are available guidance on how to assess these chil-
dren’s negative experiences such as pain, as
shown through combative behaviour and biologi-
cal plausibility.36:37

The healthcare staff, in particular those at the
hospitals, rarely engaged in play; even when the
child was playing, they were not aware that the
child was playing with them as demonstrated in
the findings. In Kuwait, the adults, including the
parents and play specialists, rarely played with
children in comparison with the United Kingdom;
they were more likely to be preparing or suggest-
ing play, rather than be playing with the child.
Thus, this might be suggested to be an influence
of the culture in shaping children’s play, in
Kuwait. However, within the hospices, more
interaction was observed. As a consequence, play
activities that are usually carried out with a play-
mate were more frequently observed at the hos-
pices compared with the hospital (e.g.
communication/language play). This can be sug-
gested due to the differences of the care system,
while the hospital wards are focused on symptoms
and disease management; hospices, on the con-
trary, consider the patients’ quality of life and res-
pite care.

These findings should be considered with caution
as it cannot be generalised to represent all chil-
dren living in Kuwait and the United Kingdom.
However, the thick descriptions provided could
help in the transferability of its findings in addi-
tion to carry on further research. Future studies
are needed to find ways to enhance children’s
participation in play when they live with palliative
care needs. Further research is needed to

facilitate effective modifications in children’s play
routines to allow equal access to different types of
play; for instance, active play which was ones of
the least observed. Active play for these children,
in particular, could help to ensure optimal physi-
cal and psychological development. Further work
is required to develop valid and reliable measures
of children’s playfulness and enjoyment for chil-
dren with communication difficulties and cogni-
tive impairment. Programmes of education need
to include participation in play for all staff in ser-
vices and institutions that care for children living
with palliative care needs, such that all staff rec-
ognise the right of all children to play and can
interact with children accordingly as play
participants.

Conclusion

Children living with palliative care needs experi-
ence disruption to their play. The observational
method in this study afforded a flexible and mul-
tidimensional approach of gathering data regard-
ing children’s everyday play. Despite
acknowledging the cultural influence on chil-
dren’s play, this study contributes to the under-
standing that the participants from both Kuwait
and the United Kingdom shared much in com-
mon with regard to their daily play within hospi-
tals and hospices. These children are very often
socially isolated due to their illnesses and their
play interaction with other children is very lim-
ited. A required action is to re-think and figure
out how to help these children live their child-
hood by participating in play.

Key messages

1. The health conditions of children with pal-
liative care needs are negatively impacting
their ability to have typical play for their age
and development.

2. Most of the children’s interactive play is
with adults and very rarely with other chil-
dren using the healthcare facility.

3. Children who were in the hospital or hos-
pice care receiving palliative care were fre-
quently engaged mostly in sedentary,
solitary play.

4. The available play resources are often chal-
lenging for the children to use due to their
physical and cognitive impairments.

5. The way settings are designed and organ-
ised is highly associated with limiting the
types of play children engage in, most
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notably, encouraging playing with elec-
tronic devices and arts-based play.
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