N
P University of

Central Lancashire
UCLan

Central Lancashire Online Knowledge (CLoK)

Title A pilot study to explore children’s experiences of intensive care post-
cardiac arrest using art-based participatory methods

Type Article

URL https://clok.uclan.ac.uk/id/eprint/56107/

DOI https://doi.org/10.1177/13674935251355323

Date 2025

Citation | Thomas, Donna and O’Connor, Graeme (2025) A pilot study to explore
children’s experiences of intensive care post-cardiac arrest using art-based
participatory methods. Journal of Child Health Care. ISSN 1367-4935
Creators | Thomas, Donna and O’Connor, Graeme

It is advisable to refer to the publisher’s version if you intend to cite from the work.
https://doi.org/10.1177/13674935251355323

For information about Research at UCLan please go to http://www.uclan.ac.uk/research/

All outputs in CLoK are protected by Intellectual Property Rights law, including Copyright law.
Copyright, IPR and Moral Rights for the works on this site are retained by the individual authors
and/or other copyright owners. Terms and conditions for use of this material are defined in the
http://clok.uclan.ac.uk/policies/



http://www.uclan.ac.uk/research/
http://clok.uclan.ac.uk/policies/

Journal of

Journal of Child Health Care

Child Health Care

A pilot study to explore children’s experiences of intensive
care post-cardiac arrest using art-based participatory

methods

Journal:

Journal of Child Health Care

Manuscript ID

JCHC-2023-0157.R5

Manuscript Type:

Original Article

Keyword:

Children’s Participation, Intensive Care, Paediatric

Abstract:

Children who have survived a cardiac arrest are at highest risk of long-
term impairment, termed Post Intensive Care Syndrome (PICS). This
study aimed to explore through participatory and creative methods,
children and young people’s (CYP) experiences post-cardiac arrest.
Participatory research includes drawing, painting and small-world play.
CYPs were recruited who had been admitted to intensive care post-
cardiac arrest and had the cognitive and physical ability to talk, draw,
paint, or play out their experiences. Seven CYPs and families consented
to participate. The median number of interviews was two (IQR2,3), with a
median interview length of 24 minutes (IQR15,65minutes). Themes that
emerged: gratitude, distrust and extrasensory experiences. Four of the
seven (57%) participants opted to paint or draw to convey their
experiences. Two (28%) participants had no memories of their cardiac
arrest or time in intensive care but used creative methods to express
gratitude to the care team. Participatory research methods may be an
effective way for CYPs to convey their experiences of intensive care. CYPs
who have been critically ill have expressed a need to make sense of their
experiences in intensive care. Healthcare professionals should be aware
that these experiences may be deemed as extrasensory and require
sensitive exploration.

ONE™

http://mc.manuscriptcentral.com/jchc




Page 1 of 19

oNOYTULT D WN =

Journal of Child Health Care

A pilot study to explore children’s experiences of intensive care post-cardiac arrest using art-based
participatory methods

Abstract

Children who have survived a cardiac arrest are at the highest risk of long-term impairment,
collectively termed Post Intensive Care Syndrome (PICS). This study aimed to explore through
participatory and creative methods, children and young people’s (CYP) experiences post-cardiac arrest
intensive care. Participatory research includes drawing, painting and small-world play. CYPs were
recruited who had been admitted to intensive care post-cardiac arrest and had the cognitive and
physical ability to talk, draw, paint, or play out their experiences. Seven CYPs and families consented
to participate. The median number of interviews was two (IQR2,3), with a median interview length of
24 minutes (IQR15,65minutes). Themes that emerged: gratitude, distrust and extrasensory
experiences. Four of the seven (57%) participants opted to paint or draw to convey their experiences.
Two (28%) participants had no memories of their cardiac arrest or time in intensive care but used
creative methods to express gratitude to the care team. Participatory research methods may be an
effective way for CYPs to convey their experiences of post cardiac arrest intensive care. CYPs who have
been critically ill have expressed a need to make sense of their experiences in intensive care.
Healthcare professionals should be aware that these experiences may be deemed as extrasensory and
require sensitive exploration.

Keywords: Children’s Participation; paediatric; intensive care
Introduction

Children who have survived a cardiac arrest are at the highest risk of long-term impairment (Pinto et
al., 2017). A decline in neurofunctional status occurs in up to a quarter of children requiring intensive
care (Caprarola et al., 2017); of this cohort, children admitted who suffer out-of-hospital cardiac arrest
have worse outcomes if they have a cardiac related primary diagnosis. having worse outcomes
(Caprarola et al., 2017). In the adult and paediatric population there are approximately 60,000 out-of-
hospital cardiac arrests are estimated to occur in the United Kingdom each year (Perkins and Cooke,
2012). Although a sustained return of spontaneous circulation can be initially established after
resuscitation, many children do not survive to hospital discharge due to catastrophic brain injury
(Topjian et al., 2019). Factors associated with survival and neurobehavioral function among children
who are in a medically induced coma requiring mechanical ventilation post-cardiac arrest related to
shorter duration of chest compressions, compressions not required at hospital arrival, fewer and
epinephrine doses (Meert et al., 2016). The term Post Intensive Care Syndrome (PICS) has been coined
to describe the effect of both the cognitive and physical abilities of an individual admitted to intensive
care (Lopes-Junior et al., 2018). Nearly half of long-term out-of-hospital cardiac arrest survivors have
symptoms of PICS after 12 months from a cardiac arrest; These high numbers in the post-cardiac arrest
population suggest greater emphasis on appropriate screening and treatment in this patient
population (Viktorisson et al., 2019).

Definitions of PICS have emerged from adult experiences that may diverge from children’s experiences
(Thomas, 2021). Differences highlighted for PICS in children include dependence on the family and
health recovery level (Woodruff and Choong, 2021), and exposure to death and dying (Manning et al.,
2017). Additionally, experiences considered extrasensory and delusional, feature largely in children
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with PICS and are often attributed to opiate-based medications whilst in intensive care (Colville et al.,
2008). It is still unclear what the nature of these reported delusions is, in terms of experiences for
children (Traube et al., 2017). Participatory research has the potential to explore anomalous
experiences in children (Thomas, 2021).

Participatory research approaches involve methodology viewed as ‘non-traditional’ and include but
are not limited to drawing or painting and small world play (Brown et al., 2020). Art-based research is
one such method, demonstrating a shift in values in terms of what constitutes knowledge and
affording opportunities for children to be involved in research (Punch, 2002; Satchwell et al, 2022;
Thomas, 2023). Using art-based approaches with children in research is considered to enable more
accurate representations of children’s experiences (Umoquit et al, 2011), to unmask social influences
on children’s identities (McLaughlin & Coleman-Fountain, 2018), or to devolve power to children in
research (Kindon et al, 2007). Art as a research method has the potential to highlight the embodiment
of experience for children (Woodyer, 2008) or can be used as a communication tool (Liebenberg,
2009). Participatory methods can be an effective way to involve children in research who have been
unwell or have impaired cognition, in a meaningful way (Boydell et al., 2012). Traditional research
approaches in a clinical context have the potential to exclude vulnerable patient groups from research
—including children. Qualitative art-based methods with responsive interviewing technique proved to
be an effective method to explore psychosocial well-being of childhood survivors of critical illness -
survivors revealed uncertainties in their stories as they recalled their critical care event, exposure to
death and dying; talking about extreme physical vulnerability provoked anxieties, mediating between
different social worlds and identities (Manning et al., 2017).

Participatory research generates knowledge based on the experience of the child, rather than starting
from a professional understanding of the phenomenon under investigation (Grant, 2016).
Participatory research enables and enhances the types of information produced around other
circumstantial factors that may impact PICS (Tierney et al., 2022). Importantly, children carry authority
over their own experiences and life stories. Knowledge generated from participatory studies is shown
to enhance professional learning and practice (Freire et al., 2022).

The literature concerned with involving children in post-intensive care research is sparse, revealing an
absence of children’s experiences and views in studies that define PICS. A review by Menzies et al
(2017), highlighted both the lack of research involving children in intensive care and the need to
develop participatory research approaches to explore the experiences of children in these settings
(Menzies et al., 2016). A previous study that used participatory research with children in a hospital
context worked well, engaging children in research to express their experiences around care and
support (Wu and Cree, 2022). Therefore, for this pilot study, we focused on children who are at
greatest risk of developing PICS (children post-cardiac arrest) to explore the usefulness of participatory
methods as a platform for children to describe their lived experiences.

Aim
To explore and describe children's experiences of intensive care post cardiac arrest.
Materials and Methods

The study design applied participatory research and creative methods, involving drawing, painting,
play and talking to gain insight into the self-reported lived experience. The timeframe of children’s
experience encompassed the point of cardiac arrest to their discharge from intensive care. Ethical
approval was granted by the Health Research Authority and Health and Care Research Wales on 19th
July 2022 — reference: 316532 22/SC/0185. Recruitment procedures were followed by the ethical
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standards of the responsible committee on human experimentation with the Helsinki Declaration of
1975.

Population

Participants were recruited from a tertiary paediatric intensive care unit. Participants were eligible for
inclusion if: aged four to 16 years old; children who had been admitted to intensive care due to an in
or out of hospital cardiac arrest requiring chest compressions for 22 minutes, and required mechanical
ventilation after return of spontaneous circulation - defined as a return of a perfusing heart rhythm
accompanied by the presence of a palpable central pulse from a spontaneous perfusing heart rhythm
( Topjian et al., 2019); post-extubation children with the cognitive ability to understand the aim of the
study, which may include non-verbal communication due to vocal cord palsy but sufficient motor skills
to draw, paint, or play; or communicate verbally but lacked motor skills to draw, paint, or play.
Participants were excluded if their cognitive function was impaired to the extent that the child was
unable to grasp the study aim. The cognitive function and ability of the child to understand and
participate in the study were assessed by the research team and parents.

Once participants were recruited, before each planned interview the researchers and ward clinical
psychologist coordinated diaries to ensure the clinical psychologist was available in the unlikely event
a child becomes distressed about an experience of intensive care. The clinical psychologist was not
required during any of the interviews.

Steering Group

A Steering Group of young people was established at University of Central Lancashire. The seven
young people (age range 12-16 years old) who attended the steering groups had hospital experiences
and long-term medical conditions. Other members of the Steering Group included an independent
researcher based at University of Lancashire, along with the two researchers involved in the pilot study
(GOC and DT). The first meeting aimed to share information about the proposed study and discussions
around co-designing the protocol. The second meeting involved checking the clarity of patient/ parent
information sheets and proposed delivery/ set up of creative methods. The final meeting involved
interpreting the images produced by the children/ young people from the study.

Data Collection

A bedside play area was assembled with the option to access different participatory research methods
including art materials (paints and crayons), small world play (including hospital beds and park swings/
slides), and an instant photo camera. A communication board and communication cards were
available to help children with limited language skills. The communication board/ cards use photos,
symbols, or illustrations to aid communication. Children can gesture and point to images to
communicate. The length of the session depended on the child (i.e., tiredness, willingness to
participate, etc.). Interviews with participants were recorded using a video recorder, enabling
information from research methods such as play to be documented to allow researchers to focus on
the activity with the child (Sparrman, 2005; Carter and Ford, 2013).

The researchers applied semi-structured questions with the participants while they played/ drew
(Adapted from (Foster and Whitehead, 2018).

1. What was good about being in intensive care?
2. What was bad about being in intensive care?
3. Do you remember why you were admitted to intensive care?
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4, What or who helped you before you were in intensive care?
5. Please tell me about your drawing.
6. Is there anything else you would like to add?

Data analysis

To provide a platform for centralising children’s narratives data collection methods included
participant observation, interviews and conversations with CYP participants (Tindall, 2009). Both co-
interpretation and thematic analysis were adopted to allow for a comprehensive assessment of CYPs'
lived experiences. Co-interpretation of data is a form of ‘member-checking’ for adult researchers to
test their interpretations against children’s meanings and can avoid the limitations inherent when
analysing data without participants' insights (Lavari, 2018).

In this pilot study, co-interpretation emerged at the point of CYP’s creative representations, either
through drawing, painting and/or play. Co-interpretation as a research practice can present challenges
for representation as the researchers’ endeavour to listen to children and to understand and portray
their experiences accurately (Tathum-Fashnu, 2022). We noted the active, fluid and embodied nature
of co-interpretation with CYP. For example, we engaged in imaginative gameplay to support children
in sharing their experiences, or our fingers would follow the squiggles and tunnels produced by
children in interviews. Images were analysed to identify any significant features, for example, patterns
and colours, which may appear consistent across children’s artwork (Kindon et al., 2007).

Visual and embodied data (play) can afford a suspension of the researcher’s preconceptions of familiar
territory (Manney, 2010). Co-interpretation of visual images with children requires an ethical
reflexivity (Warin, 2010) and at times, a transpersonal reflexivity (Thomas, 2022) when experiences
reported by children go beyond typical ideas of personhood, space and time. The researchers afforded
spaces in research interviews for children to agree, adopt, reject and contest researchers’
interpretations of their experiences. Children’s images were centralised in co-interpretation,
“circumventing the initial need for language spontaneously capturing the texture of an experience”
(Boden et al, 2018). Children’s images produced in research interviews provided “a shared focus for
parallel or subsequent verbal discussion or talk around image (Rollins, 2005).

Thematic analysis was applied to the data set through transcription to identify any significant themes.
The first step in analysing video data was to transcribe the audio into text, which was completed
manually. Video data was also used to capture the visual and non-verbal cues of participants, such as
facial expressions and gestures. Extracted data was coded by assigning categories to different
segments of the video, highlighting important or interesting observations.

Steering Group Data Analysis

The Steering Group was facilitated by an independent researcher from the University of Central
Lancashire. A semi-structured focus group topic guide was used to explore initial reactions to paintings
and drawings. Thematic analysis was applied to the audio recording data set through transcription to
identify any themes that emerged from the patient involvement focus group (Skukauskaite et al.,
2022).

Statistical analysis
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Normally distributed continuous variables relating to age (years) and length of stay in intensive care
(days) are expressed as means, + standard deviations (SD), while medians and interquartile ranges
(IQR) are used to describe the range of non-normal distributions including number of interviews and
duration of interview (minutes).

Findings

The total number of CYPs who were initially screened as potential recruits was fourteen. However,
during further assessment by the research team, seven CYPs were excluded due to significant brain
damage rendering the child unable to comprehend the study aim. The remaining seven CYPs and
families consented to participate in the study. The median age of CYP was 12 years old (IQR 9, 15), and
the average length of stay in intensive care was 19 days (+ 10 SD). The commonest cause for admission
to intensive care was due to an underlying heart defect, which accounted for 3 (43%) participants
(Table 1).

The median number of interview episodes per CYP was two (IQR 2, 3), and the median length of
interviews was 24 minutes (IQR 15, 65) (Table 1). Four (57%) CYPs applied art (painting/drawing) to
convey their time in intensive care. The drawings were either completed while the interviews were
taking place or collected the following morning after the first interview.

Themes identified from participatory research methods:
Gratitude

The CYP reported a positive experience of intensive care, which was depicted in the drawings of
butterflies and a rainbow (Figures 1 and 2). Although two CYPs had no memories of their cardiac arrest
or time in intensive care, they expressed their gratitude to the care team using creative methods. CYP-
Two wrote a thank you letter which valued the care they had received from nursing staff. Figure 3 is
an example of multimodality (image with text) used to represent the CYP’s experience of intensive
care and emphasise gratitude towards nursing staff.

Relationships with staff were important for children, with nurses highlighted by four CYPs positively.
Conversely, one younger participant evaluated doctors as “horrible” (age 6 years). When explored
further, this description of doctors was linked to issues of rapport and trust.

Distrust

The researchers noted how CYP-Three became distrustful of our research intentions and
misinterpreted the play research process as a distraction to taking blood, a technique often employed
in paediatrics (Oulton et al., 2018). However, after reassurance and encouragement to play the
researchers noticed she showed interest in taking control of the video recorder. This initiated an
adaption to the participatory research methods and the researchers invited CYP-Three to be the
‘director’ of the play session, in which she guided the researchers to act out her own experiences,
using the play items. Once the researchers had gained her trust, she then engaged in small-world play
and painting.

CYP-One looked awkward and self-conscious about sharing his story, which we later attributed to the
nature of his extrasensory experiences. This feeling of distrust towards the researchers was
compounded by the presence of his younger brother who was also in the hospital room and voiced
his concern that the brother would mock him. CYP-One’s parents were extremely supportive,
encouraging him to share his experiences, while distracting his younger brother with a games console.
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Extrasensory Experiences

Extrasensory perception involves awareness of information about events external to the self not
gained through the senses and not deducible from previous experience (Brankovi¢ M, 2019). Three of
the seven (42%) CYPs reported an example of extrasensory experiences, indicating that these
experiences could be a significant aspect of a child’s intensive care journey post-cardiac arrest. CYP-
Seven described how she felt she could leave her body at any time, which was a frightening experience
as she was worried that if she did leave her body, she might not be able to return to it.

“I had to fight to keep within my body to stop floating away.” (CYP-Seven)

CYP-One began to recall his experience verbally, yet his narrative became disjointed, due to a lack of
linguistic resources available to him. At this point, the researchers invited him to represent his
experience visually. CYP-One drew two circular patterns (Figure 4) that were like spirals or tunnels,
describing the sensation of moving through a spiral tunnel that split off into two other tunnels from
which a light could be seen at the end. The experience was ineffable, lacking any referential with the
social and physical world. CYP-One managed to draw a very simplistic version of what he experienced.
A similar spiral tunnel was drawn by Participant Three, but the researchers were unable to get any
verbal details about this drawing.

When questioned whether this was a dream, CYP-One became adamant that it was not, legitimating
his experience with another memory that was corroborated by his parents:

“I was in bed, awake, the doctor was right next to me, and we talked, then when | looked to
the side of the bed, there was a girl dressed in black and white, she was kind and smiled, and said you
have a very bright future. She had weird old clothes on - | remember she was in old clothes like old
black and white pictures.” (CYP-One)

Of note, the message received from the young girl gave CYP- One hope, which supported his continued
well-being in recovery. CYP-One welcomed an opportunity to share his experiences, as they had been
a large aspect of his intensive care journey. CYP-One continued to share other extrasensory
experiences, such as being in two places at the same time:

“l was having a dream, but it was different from a dream, it felt different from when | was in bed, it
felt like the room was different. | felt at one point everything was made of stone and | was in a different
room, it felt and looked like Romeness, you know Rome it felt like that.” (CYP-One)

Incidentally, the family has never been to Italy or Rome, highlighting how his experience was non-
referential to past experiences.

Findings from Steering Group

The CYP were invited to respond to general questions about the pictures with the understanding that
the children had suffered a cardiac arrest and required intensive care. We recognise that these
findings from the steering group are based on a discussion with a small group of young people all of
whom have experienced being unwell in hospital and the views expressed are not fully representative
of the service user population. From the qualitative data transcripts, the findings were derived
thematically as follows:

- Sense of travel and movement: the spiral drawings were described as a never-ending
staircase, increasing speed as you ascend the stairs but were not perceived as being traumatic.
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- Transition: Travel and freedom were also mentioned to describe the butterfly painting. One
member mentioned the butterflies represented a transition (caterpillar to a butterfly).

- Hope: the butterflies were perceived positively within the group using hope and calmness to
describe the painting, especially in regard to the purple colouring used in the background
colours used in the butterfly painting.

Discussion

This study aimed to explore through participatory research methods, observation and talk, children’s
experiences of intensive care, post-cardiac arrest. Our findings demonstrate that participatory
methods were a useful tool for involving CYPs who had been admitted to intensive care. Importantly,
CYPs who do have memories, especially extrasensory experiences found it difficult to make sense of
and articulate their lived experience. Additionally, CYP who do not have memories of their time in
intensive care still felt the need to express their gratitude to staff through participatory methods.

In this study, art (drawing and painting) and play items that mirrored the hospital environment,
enabled children to develop a narrative around their experiences of intensive care. Art is gaining
popularity as a participatory research method as it affords opportunities for younger children, and
children without a voice, to participate in research (Eisner, 2008). Eisner (2008) notes the importance
of art research methodology for capturing experience that can transcend usual ways of reporting
experience. Co-interpreting art data with children and families carries special importance, especially
as adult researchers can sometimes distort or misconstrue what children are trying to convey through
their artistic representations.

Play methods work well when involving younger children in research (Jager, 2013; Thomas, 2022).
Children are ‘experts and researchers’, within their play activities and play worlds (Burke, 2008).
Researching visual data with children, especially when there is little talk around images, can raise
issues for a shared understanding of what children are trying to convey (Valencia Mazzanti and
Freeman, 2022). A study by Herrup et al (2019) suggested a channel for children to convey their
experiences of intensive care was to incorporate a picture diary. The team concluded that in a
paediatric critical care setting a memory diary is feasible and perceived as beneficial by families of
critically ill children. However, future studies are needed to better understand if intensive care diaries
can be utilised by children and may objectively improve psychological outcomes of the child (Herrup
et al., 2019).

Trust and rapport were significant aspects of the study, requiring multiple visits to build a relationship
with the child. This fundamental element of participatory research with children has been highlighted
by Solomon, (2014) who states constructing research relationships that dismantle the traditional child-
researcher divide and therefore may warrant multiple visits. Moreover, multiple short visits may be
more appropriate for children who are post intensive care, and find longer interviews difficult to
manage (Christensen and Prout, 2002). However, intensive care healthcare professionals and
researchers must be mindful to maintain some boundaries around establishing relationships to
mitigate transference of patients' dependency due to high levels of vulnerability, which is reportedly
carried by nurses in the intensive care unit (Maartmann-Moe et al., 2021).

Of the three CYPs who shared their extrasensory experiences, two provided a detailed account of what
they remembered. Families and CYP’s appreciated the platform and opportunity to share, not only
their experience, but also their cultural understandings of experiences expressed by their child. The
ethos of participatory methods is to privilege the meanings, definitions, and insights of participants
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around their own experiences (Cardefia et al., 2014). Little is known about how children experience
post-intensive care, especially in relation to extrasensory experiences (Sansone et al., 2022).
Extrasensory experiences are used to describe cognitive and physical experiences that go beyond
usual ideas of personhood, time and space (Holly et al., 2018), including psychotic-like experiences
(Laurens et al., 2012) or exceptional experiences (Cardefia et al., 2014). Critically ill and dying children
have reported seeing entities that others cannot which is referred to as death-related extrasensory
experience (Ethier, 2005). Additionally, tunnel-like visions are reported extensively across clinical
studies with adults who have had a near-death experience (van Lommel et al., 2001).

Although only one of our participants was reluctant and guarded to share his experience, it is
documented that children generally express a reluctance to verbally narrate their extrasensory
experiences, which tend to have little referential points with the social world and physical
environment (Thomas, 2023). Extrasensory experiences expose children to stigma and humiliation,
rendering the child too afraid to share their experience, even when provided with a safe platform to
do so (Thomas, 2023; Parnia et al., 2022). Children, at times, can represent unexplainable extrasensory
experiences as dreams, as dreams are socially acceptable events (McLaughlin and Coleman-Fountain,
2018).

In the context of intensive care, extrasensory experiences are usually classified as delirium, with
characteristics of agitation, disorientation, hallucinations, inattention, and sleep-wake cycle
disturbances (Holly et al., 2018). Of note, neuroprotective management will form part of post-cardiac
arrest care and includes normothermia , along with sedatives and analgesics; all of which can induce
delirium (Moler et al., 2015). There are numerous theoretical and practical considerations related to
the possible negative impact of anaesthetic agents on neurotoxicity and delirium. Intensive care
delirium is a nonspecific, potentially preventable, and often reversible disorder of impaired cognition,
which results from various causes in ICU patients (Arumugam et al., 2017). For appropriate
management of delirium, early identification and risk factor assessment are most important (Topjian
et al., 2019). Multidisciplinary collaboration and standardised care can enhance the recognition of
delirium. To minimize risk factors to detect delirium and initiate appropriate treatment intervention,
the validated delirium bedside screening tools should be implemented daily as routine practice by the
ICU team (Arumugam et al., 2017) Without routine screening for PICS, these children are likely to be
left underdiagnosed (Traube et al., 2017).

Our Steering Group served as a valuable addition to this pilot study. The consultation and participation
of the young people significantly contributed to our research, providing a unique viewpoint that was
not considered by the researchers. This was especially evident regarding discussion around correlation
between colour and feelings (hope and calmness). Additionally, input from the Steering Group proved
to be useful concerning co-designing of the creative methods, as it was a member of the Steering
Group who suggested incorporating a hospital small-world play set, to help participants communicate
their time and experience of intensive care. Rouncefield-Swales A. et al, (2021) state that careful
decisions need to be made to ensure that patient involvement is suited to the context, setting and
focus so that the desired impacts are achieved. When involving CYP with patient and public

involvement it is essential to be guided by the CYP themselves regarding the level, purpose and impact
of involvement (Rouncefield-Swales A et al, (2021).

The findings from our study provide a novel narrative of CYP’s post cardiac arrest, intensive care
experience. The amount of data gathered was informative, containing rich descriptions and variations,
which made it possible to achieve a deeper understanding of the wider impact of intensive care and
the utility of participatory research methods in this complex cohort. For CYPs who had memories of
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intensive care, especially extrasensory memories, when provided with an opportunity and safe
platform to share, they do. Therefore, the aetiology of delirium or extrasensory experiences is
irrelevant - the point is that CYPs are having experiences and families have expressed a need to address
and discuss them. Not taking children’s visions seriously is reported as contributing to feelings of fear,
anger or distress in patients who have been in intensive care (Maartmann-Moe et al., 2021). Although,
two CYP reported no memory from intensive care they still strongly felt the need to express their
gratitude to the care team, which was expressed through participatory methods (drawings and
writing). Our pilot study has shown that participatory research methods provide a platform for CYPs
to express either their memories or gratitude for their time in intensive care and warrants further
exploration and expansion to other high-risk PICS groups (long-term intensive care patients).

Strengths and Limitations

A strength of this pilot study was the successful incorporation of our young person ‘Patient
Involvement Steering Group’, which provided another perspective for co-design and co-interpretation
of CYP’s paintings and drawings. Additionally, interviews with the CYP research participants provided
insight for our follow-up study regarding time commitment required to build a rapport with children.
Although all our participants in this pilot study were verbal, we identified the potential limitation of
incorporating a communication board for this type of study when describing extrasensory experiences
for non-verbal cognitively appropriate recruits.

Implications for practice

Healthcare professionals are increasingly aware of critical illness sequelae and how they affect both
the patient and family (Watson et al., 2018). Healthcare professionals need to identify children who
are at risk of developing PICS, which may be better understood and readily identified by healthcare
professionals by exploring lived experiences of children with PICS. Healthcare professionals should be
mindful and receptive to children who may wish to convey their experiences. A novel, simplistic, and
comprehensive surveillance tool can aid healthcare professionals in the early detection and
intervention of PICS, which may enhance rehabilitation and optimise long-term outcomes and
recovery (Manning et al., 2017). This pilot study highlights the potential need to further explore critical
illness extrasensory experiences and potential need to develop and validate a bedside tool for
healthcare professionals to detect and manage extrasensory experiences.

Conclusions

Participatory research methods may be an effective way for CYPs to convey their experiences of
intensive care post cardiac arrest. CYPs who have been critically ill have expressed a need to make
sense of their experiences from their time in intensive care. Healthcare professionals should be aware
that these experiences may be deemed as extrasensory and require sensitive exploration. Future
research should expand to include other high-risk groups of PICS to provide a platform for families and
CYPs to share their memories and gratitude from their time in intensive care.
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Table 1. Participant characteristics, cause of cardiac arrest and overview of interviews
Figure 1. Participant 5, painting of butterflies

Figure 2. Participant 2, drawing of a rainbow
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9 Figure 3. Participant 2, thank you letter to the intensive care nurses

1 Figure 4. Participant 1, drawings of tunnels he travelled through
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1
2 Table 1. Children’s characteristics, cause of cardiac arrest and overview of interviews
3
4 Pparticipant Gender Culture Age Underlying diagnosis and reason for Number of days Participatory methods Number of sessions Themes from interviews
5 cardiac arrest in intensive care adopted by child (total time- minutes)
6 (Years)
7 1 Male White 13 Interstitial lung disease requiring 24 Talking 4 (140) Distrust
8 Irish lung transplant: respiratory arrest .
. . Art: Drawing Extrasensory
9 leading to cardiac arrest
10 2 Female British 15 Chronic kidney disease requiring kidney 10 Talking 2 (30) Gratitude
11 Black transplant: .
12 . Art: Drawing
African . .
Hyperkalaemia-related cardiac arrest .
13 Writing
14
15 3 Female White 5 Congenital heart disease post heart 14 Play 2 (90) Distrust
transplant: cardiac arrest
16 British P I Art: Painting Extrasensory
17 Film Directing
18
19 4 Male White 12 Dilated cardiomyopathy post-heart 12 Talking 2 (20) Distrust
British transplant:
20 P Gratitude
21 ventricular tachycardia leading to
22 cardiac arrest
23
24 5 Female British 10 Dilated Cardiomyopathy post-heart 16 Art: Painting 2 (25) Gratitude
Mixed transplant

25 P
26 ventricular tachycardia leading to
27 cardiac arrest
28 6 Female White 9 Cerebral vascular accident: 42 Talking 1(20) Gratitude
29 British . ' .
30 respiratory arrest leading to cardiac
31 arrest
32

3
34 7 Female British 16 Septicaemia secondary to female 14 Talking 3 (45) Distrust

Pakistan genital mutilation: multiorgan failure Ext

35 leading to cardiac arrest xtrasensory
36
37
38
39
40
41
42
ji http://mc.manuscriptcentral.com/jchc
45
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Figure 1. CYP 5, painting of butterflies
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Figure 2. CYP 2, drawing of a rainbow
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Figure 3. CYP 2, thank you letter to the intensive care nurses
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Figure 4. CYP 1, drawings of tunnels he travelled through
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