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Abstract

Background: Narrative e-Writing Intervention (NeW-I) is a novel psycho-socio-spiritual intervention which aims to
bridge gaps in paediatric palliative care by providing anticipatory grief support to parent-caregivers who are looking
after their child with a chronic life-threatening illness in Singapore. This is done via a therapist-facilitated smartphone
app that focuses on strengths and meaning derived from parents’ caregiving journey. NeW-I is empirically informed
by an international systematic review and a Singapore-based qualitative inquiry on the lived experience of parental
bereavement and supported by anticipatory grief interventions literature for improving the holistic well-being for
parent-caregivers of seriously ill children. NeW-I is implemented in Singapore as an open-label two-armed rand-
omized controlled trial comprising an intervention and control group.

Methods: This study examined the acceptability (via analysis of participants’ post-intervention qualitative feedback
and responses to a post-intervention evaluation survey) and feasibility (via records and memos of therapists' experi-
ence of delivering the intervention) of NeW-I among 26 intervention participants drawn from the larger trial.

Results: Framework analysis of participants’ post-intervention feedback revealed four themes, namely: (i) Meaning-
ful opportunity for reflection, (i) Congruity with parent-caregivers' needs, (i) Compatibility of online narrative writing
and (iv) Sustainability and enhancement recommendations. The post-intervention evaluation survey showed that
participants were overall satisfied with their NeW-| experience with a large number of participants acknowledging
that NeW-I had improved their spiritual well-being, hopefulness about the future and perception of social support
that was available to them, as well as lessened their feelings of sadness and depression, caregiver burden and fear and
anxiety about their child’s illness. The research team found it feasible to deliver the intervention in the current setting.

Conclusion: NeW-Iis an innovative e-health tool that could immeasurably value-add to paediatric palliative care
services for Asian families in Singapore and around the world.
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Background

Global epidemiological data indicate that there is a need
to focus on improving psychosocial care for children and
families living with Chronic Life-Threatening Illnesses
(CLTIs). For example, CLTIs accounted for 18.1% of
child and youth deaths in the United States in 2016 [1];
an estimated 40,000 children and youth were living with a
life-limiting illness in England in 2010 [2]; while 801,155
children in South Africa required generalized palliative
care—of which 304,441 required specialized palliative
care—in a given year [3]. In Singapore, child and youth
deaths caused by chronic conditions increased by 27%
from 120 in 2014 to 152 in 2016 [4]. While medical tech-
nology has successfully prolonged life for children with
CLTIs, the disabling nature of their conditions results in
them being dependent on their caregivers (typically, par-
ents) [2]. Parents of children with CLTIs face more chal-
lenges than parents with typically developing children
[5] as they need to navigate the practical and budgetary
aspects of caregiving [6], relational strains with their
spouse, family members and friends [7] and uninten-
tional neglect of their healthy children [8]. Further, caring
for a child with CLTT involves frequent communications
with the healthcare team which could trigger anxiety
and distress if parent-caregivers do not feel engaged in
making care-decisions for their child [9, 10]. Indeed, the
stressors faced by parent-caregivers worsen their vulner-
ability to depressive symptoms and fatigue and impact
quality of life [11].

Paediatric Palliative Care (PPC) aims to care for the
physical, psychological, social and spiritual well-being of
children facing CLTIs and their families [12]. Although
several paediatric palliative interventions are in place to
support families who require PPC, most such interven-
tions reach out to families after bereavement [13]. In
other words, the needs of families where a child is living
with a CLTI remain unmet. This is worrying because only
bereavement-support interventions that are offered after
the death of a child cannot provide adequate relief from
suffering for grieving families [14].

Parents facing their child’s CLTI, and potential death
could benefit from psychotherapeutic interventions as
soon as the prognosis is known and throughout their
child’s illness trajectory [15-18]. A pre-loss interven-
tion would facilitate parents’ transition from caregiving
through mortality and bereavement, and thereby mitigate
adverse grief outcomes. Globally, there are a handful of

evidence-based interventions for addressing anticipatory
grief in patients and families facing end-of-life; however,
all of the interventions are associated with positive out-
comes such as improvement in quality of life, death pre-
paredness, spiritual well-being as well as a decrease in
levels of anxiety, depression, suffering and distress [19].
A well-researched example of an anticipatory grief inter-
vention for addressing psycho-emotional and existential
distress of patients at the end of life is Dignity Therapy
[20]—a brief, individualized psychotherapy that provides
patients an opportunity to reflect on personally-mean-
ingful experiences as well as speak about memorable
moments and wisdom that they wish to transmit to oth-
ers, which is then collated into a ‘generativity document’
and presented to the patient at the close of therapy. Fam-
ily Dignity Intervention (FDI) is another anticipatory
grief intervention which draws from the tenets of Dignity
Therapy but is tailored to the cultural nuances of Asians
facing end-of-life [21]. Briefly, this is achieved by includ-
ing not just patients but also their family in the therapeu-
tic dialogue and focusing on expression of appreciation,
finding reconciliation, and passing on wisdoms for sus-
taining the family lineage, in addition to reflection and
articulation of personally important life experiences.
Evidence supports the efficacy of both Dignity Therapy
[22-26] and Family Dignity Intervention [27-29] in
enhancing recipients’ overall quality of life and well-being
and reducing their sense of distress.

Research gap and present study

Despite the aforementioned evidence in favour of pre-
loss grief support, there is no known evidence-based
research protocol or clinical intervention to address the
psycho-socio-spiritual needs of parent-caregivers of chil-
dren with CLTIs. Bearing in mind that Asian family car-
egivers may be uncomfortable with explicit emotional
expression even during times of grief and loss [30], an
evidence-based culturally tailored pre-loss grief support
intervention for Asian parent-caregivers is of paramount
importance. To bridge this gap in the delivery of psycho-
therapy to parent-caregivers of children with CLTTs, Nar-
rative e-Writing Intervention (NeW-I) was developed.

The novel Narrative e-Writing Intervention (NeW-1)

NeW-I is a novel strength-and-meaning focused and
therapist-facilitated intervention which is delivered via
a smartphone app. The intervention provides a platform
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for parent-caregivers to reflect on their experiences of
caring for their child with a CLTI from a new perspec-
tive (i.e., new eye), as well as to construct a renewed
sense of self-understanding and identity in the context
of their experience (i.e., new I) [17]. NeW-I is empirically
informed by research from the Western context includ-
ing the Medical Research Council Framework for the
Development and Evaluation of Complex Interventions
[31, 32], the meaning-reconstruction model [33], dig-
nity therapy [20, 34] and a qualitative systematic review
of the Parental Bereavement Trajectory of child loss [16];
as well as studies from the Asian context including the
narrative approach to anticipatory grief [18], family dig-
nity intervention for holistic end-of-life care [21], and the
Trauma to Transformation model of Asian parental grief
and bereavement [15]. Descriptions of NeW-I's devel-
opmental underpinnings and theoretical background as
well as details about NeW-I’s trial protocol (including
recruitment procedures, randomization, sample size cal-
culations, inclusion criteria, intervention design, training
of therapists and primary and secondary outcomes) have
been published in another journal article [17] and PhD
Dissertation [35].

Briefly, NeW-I engages parent-caregivers in four ses-
sions of weekly structured narrative writing via a smart-
phone app, which is followed by a written, empathetic,
and psychoeducational response from the NeW-I thera-
pist via the app. Each of the four sessions has a unique
objective, with the overarching goal of enhancing par-
ent-caregivers’ resourcefulness in coping with their car-
egiving responsibilities and challenges. These objectives
are achieved through parent-caregivers’ reflections and
the NeW-I therapist’s affirmation and positive refram-
ing of the following aspects: (i) Past challenges that par-
ents have successfully coped with; (ii) sources of support
within their family, social network and health-and-social
care ecosystem that enhanced parents’ ability to cope
with challenges; (iii) wisdoms that parents have gath-
ered through the process of caring for their child; and
(iv) the meaning that parents ascribe to their lived expe-
rience of caregiving. At the end of the four-week NeW-1
journey, the therapist presents parent-caregivers with a
legacy document—a compiled and edited document of
participants’ narrative expression during the four weekly
writing sessions which is structured in a manner that
empowers participants to find strength and hope in their
life story of looking after their beloved child.

Research objectives

This study aims to assess the acceptability and feasibil-
ity of NeW-I in enhancing the psycho-socio-spiritual
well-being of parent-caregivers of children with CLTIs
in Singapore. The specific objectives of this study are as
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follows: (i) To investigate whether NeW-I is an accept-
able psychotherapeutic service to parent-caregivers of
children facing CLTIs in Singapore; and (ii) to examine
the feasibility of delivering the NeW-I protocol to parent-
caregivers of children facing CLTIs in Singapore (time
taken to deliver the therapy, deviations from the therapy
protocol and uncompleted therapies).

Methods

Research design and procedures

NeW-I was implemented in Singapore as an open-label
two-armed randomized controlled trial comprising an
intervention group (participants engaged in an online
journaling exercise that adhered to the structured NeW-I
protocol) and control group (participants engaged in
an online journaling exercise that is unrelated to their
child’s condition and their role as a caregiver). The pre-
sent paper describes the findings of a pilot study, draw-
ing on data from 26 intervention participants who were
recruited into the larger trial. The data sources include
post-intervention qualitative interview feedback and
responses to a post-intervention evaluation survey—both
of which were completed by the intervention group, as
well as the NeW-I research team’s perceptions of inter-
vention delivery including strengths, challenges faced,
and lessons learned.

Participant recruitment

Participants were recruited in collaboration with leading
paediatric palliative care providers in Singapore includ-
ing Club Rainbow Singapore, Muscular Dystrophy Asso-
ciation Singapore and Rare Disorders Society Singapore
between February 2019 and February 2020. Recruitment
was primarily through convenience sampling such that
the collaborating organizations identified potential par-
ticipants from amongst their beneficiaries, introduced
the study to them, and shared their contact information
with the research team upon verbal consent to partici-
pate. Additionally, open recruitment was carried out via
flyers posted in the offices of Club Rainbow Singapore
and Muscular Dystrophy Association Singapore. Such a
sampling strategy ensured maximum variation in recruit-
ment and offered all parent-caregivers of children with
CLTIs in the community an equal opportunity to partici-
pate in a potentially useful intervention.

Inclusion criteria

Eligible individuals were parents whose child was
between the ages of 0-19 years, their child had been
diagnosed with a CLTI and it could be reasonably fore-
seen that their child would live for at least 3 months at
the time of study enrolment. The definition of a ‘child’
(age range 0—19) adopted in this study is in line with
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the definitions adopted by local palliative care provid-
ers and legislating bodies [36—38]. All participants could
speak, read, and write in English and provide informed
consent. Individuals were excluded from this study if
they were suffering from severe depressive symptoms
and psychological distress which was identified using
two screening assessments including the Patient Health
Questionnaire—9 (indicated by a score greater than 19)
and Kessler Psychological Distress Scale (indicated by
a score greater than 29); it was deemed that such indi-
viduals would benefit more from conventional therapy
[39, 40]. Individuals who ceased to meet the inclusion
criteria during their study participation (such as, due to
their child’s unexpected death) were also excluded and
provided with alternative resources for seeking support.
Any data that had been collected until the time of their
participation was retained and analysed to enable a com-
prehensive appraisal of the study.

Description of therapists

The NeW-I intervention protocol was delivered by a sin-
gle therapist in the research team, who was assisted by a
second therapist in delivering the control protocol dur-
ing peak periods of data collection. Both therapists were
trained in death education and grief counselling, had
prior clinical experience in working with family caregiv-
ers in palliative settings and received close supervision
and mentorship from a senior counsellor in the research
team and the Principal Investigator of the study. Regular
team discussions were conducted to ensure that there
was consistency in the approach adopted by both thera-
pists in delivering the research protocol.

Ethical considerations

This study was approved by Nanyang Technological Uni-
versity’s Institutional Review Board (IRB-2018-07-009)
and adhered to the Board’s guidelines for safeguarding
participants’ identity and confidentiality.

Data collection

Acceptability study

To evaluate the acceptability of NeW-1, participants were
engaged in a semi-structured interview by the NeW-I
therapist immediately after completing the interven-
tion. This interview explored the following broad areas:
(i) impact of the intervention on participants, (ii) aspects
of the intervention that participants found to be helpful,
(iii) aspects of the intervention that participants found to
be unhelpful and how they could be improved, (iv) chal-
lenges encountered by participants in completing the
intervention, and (v) scope for enhancing intervention
usability. All interviews were audio recorded, transcribed
verbatim and checked for accuracy by the research team.
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In addition to participants’ qualitative feedback, they were
also invited to complete a retrospective evaluation survey
between July and August 2020, which aimed to understand
the advantages of NeW-I engagement as self-reported by
participants. Specifically, participants were invited to com-
plete the survey via an online link that was sent to them by
the research team. The survey comprised a series of state-
ments describing their NeW-I experience and they had to
indicate their agreement to each statement on a five-point
rating scale ranging from Strongly Agree to Strongly Disa-
gree. The complete list of statements included in the post-
intervention evaluation survey can be seen in Table 2.

Feasibility study

To assess the feasibility of implementing and delivering
NeW-1, the research team maintained records of the fol-
lowing information for each participant for the interven-
tion and control groups: (i) time needed to respond to
participants and restructure their narrative writing; (ii)
deviations from the intervention protocol (if any), (iii)
incomplete interventions and their reasons (if any); and
(iv) NeW-I therapists’ perceptions of their own compe-
tence. NeW-I therapists also record their personal experi-
ences of delivering the intervention, their observations of
participants’ experiences and responses during and after
intervention, as well as any difficult or deviant cases.

Data analysis

All interview transcripts were imported into the NVIVO
software package [41] for qualitative analysis. Frame-
work analysis was adopted since it is more structured
than other methods of qualitative analysis, the process
is more explicit and informed by a-priori questions and
the analysis can be easily understood by readers [42].
Such a method of analysis tends to be both deductive
(arising from pre-set aims and objectives) and inductive
(arising from participants’ view) in approach. The frame-
work analysis was guided by Proctor’s Taxonomy of Out-
comes for Implementation Research [43], which posits
that actions undertaken to implement new interventions
and the impact of such actions can be examined through
eight conceptually unique outcomes. In this study, the
analysis was informed by the four implementation out-
comes which would be relevant to the focus and breadth
of this research. These include: (i) Acceptability (partici-
pants’ perceptions and attitudes towards the interven-
tion); (ii) Adoption (participants’ intentional decision to
try the new and evidence-based practice); (iii) Appropri-
ateness (participants’ beliefs about the extent to which
the new intervention was relevant in their setting to
address identified issues); and (iv) Sustainability (partici-
pants’ views about whether the new intervention could
be maintained in the long-term). To ensure research rigor
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and trustworthiness of findings, the data was analysed by
one research team member and presented to remaining
team members during perioding meetings. Themes were
finalized upon reaching inter-researcher consensus.

Participants’ responses to the post-intervention evalua-
tion survey were downloaded using Microsoft Excel and
categorically tabulated. Percentages were calculated and
reported.

Results

The sample comprised 26 parents of children with
CLTIs who had been allocated to the intervention group
through randomization. If a given child’s mother and
father participated in the study, the group allocation of
the parents was determined randomly, and both parents
completed the intervention as well as the post-interven-
tion interview and evaluation independently.

Table 1 Demographic characteristics of participants (N = 26)
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Majority of the participants were female (84.62%),
married (96.15%) and of Chinese ethnicity (65.38%).
Participants’ employment status varied across the sam-
ple. All but one of the participants were Singapore
citizens or Permanent Residents. Further, most of the
participants had a seriously ill child who was in the age
group of 5 to 14 years (57.69%) and they had at least
one other healthy child. The seriously ill children had
varying diagnoses including cerebral palsy, epilepsy as
well as renal, neuromuscular, neurodegenerative, and
rare genetic diseases. Table 1 provides an overview of
participants’ demographic information.

Acceptability of NeW-I
Findings provided promising evidence of participants’
acceptance of NeW-1.

Sex Marital status Education level Ethnicity Employment Child’s diagnosis Child’s No. of
status age (in healthy
years) children
St M Mar Bachelor’s Degree CH UE Cerebral Palsy 10-14 2
2 F Mar Postgraduate Degree CH UE Cerebral Palsy 10-14
S3 F Mar Postgraduate Degree CH UE Progressive Neurodegenerative 10-14 1
Disease
4 F Mar Bachelor’s Degree CH UE Epilepsy 15-19 1
S5 M Mar Bachelor’s Degree CH FT Cerebral Palsy 5-9 0
S6 F Mar GCE'N'or 'O’ level CH UE Cerebral Palsy 5-9 0
S7 F Mar Polytechnic Diploma CH Other Cerebral Palsy 10-14 2
S8 F Mar Polytechnic Diploma Other UE Cerebral Palsy 10-14 1
9 F Mar GCE'N'or 'O'level CH Other Cerebral Palsy 15-19 1
S10 F Mar Bachelor's Degree CH Other Cerebral Palsy 5-9 0
S11 F Mar Postgraduate Degree IN UE Cerebral Palsy 10-14 0
S12 F Mar Postgraduate Degree CH Other Rare Genetic Disease 0-4 2
S13 F Mar Bachelor's Degree IN UE Cerebral Palsy 5-9 1
S14 F Mar Postgraduate Degree IN UE Progressive Neurodegenerative 10-14 0
Disease
S15 F Mar Bachelor's Degree Other PT Neuromuscular Disease 10-14 1
S16 F Mar Polytechnic Diploma CH Other Renal Disease 15-19 1
S17 F Mar GCE 'N'or 'O’ level CH Other Cerebral Palsy 15-19 2
S18 F Mar Professional Certification MA Other Progressive Neurodegenerative 10-14 4
Disease
S19 F Mar Polytechnic Diploma MA FT Rare Genetic Disease 15-19 3
S20 F Mar GCE ‘A’ Level or NITEC CH UE Cerebral Palsy 5-9 2
21 M Mar Bachelor's Degree CH UE Rare Genetic Disease 20-24 1
S22 F Mar Polytechnic Diploma MA FT Rare Genetic Disease 15-19 3
S23 F Div Did Not Complete Secondary CH UE Others 0-4 2
S24 F Mar Bachelor's Degree CH FT Cerebral Palsy 0-4 0
S25 M Mar Bachelor’s Degree CH FT Rare Genetic Disease 5-9 1
S26 F Mar GCE 'N'or ‘O’ Level MA UE Renal Disease 15-19 1

M Male, F Female, Mar Married, Div Divorced, CH Chinese, IN Indian, MA Malay, FT Full Time Employed, PT Part Time Employed, UE Unemployed
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Findings from qualitative interviews

Framework analysis of participants’ post-intervention
interview transcripts revealed four key themes, which
include: (1) Meaningful opportunity for reflection, (2)
Congruity with parent-caregivers’ needs, (3) Compat-
ibility of online narrative writing, and (4) Sustainability
and enhancement recommendations.

Theme 1: Meaningful opportunity for reflection (N=22)

The reflective questions in the NeW-I weekly writing ses-
sions offered participants the opportunity to reflect on the
ups and downs of their daily life as a caregiver—an experi-
ence that was both meaningful and satisfying for them.

“It gives me a chance to pen down my thoughts, my

feelings... It gives me a chance to relook at the situ-
ation. Sometimes when you are in the situation,
you just move through. But as I answer the [NeW-I
reflective] questions, it gives me a reflection of what
went well and what needs to be improved.” (S18)

Participants described NeW-I as an invitation to
take a step back from their usual ‘auto-pilot’ mode of
functioning and think about aspects of their caregiving
journey that they had coped with well as well as aspects
that necessitated further attention.

“You are so caught up with the day-to-day look-
ing after and the caregiving duties that need to be
done, you don’t have time to reflect on what has
been going on for the past few years.” (510)

Taking a bird’s-eye view of their entire journey of car-
egiving was an empowering experience for participants
because it highlighted the resources and support sys-
tems that they had gathered along the way.

“This intervention gave me the opportunity and
space to look back on 11 years of caring for [son’s
name], and appreciate the twists and turns, chang-
ing dynamics, and people who have come into our
lives” (S2)

Further, the opportunity to share their story helped
them to feel validated in their experience as a caregiver
and the struggles they faced.

“I want to write everything as thoroughly as pos-
sible because this is the journey that I'm going
through. I want to be as real as possible.” (S20)

Theme 2: Congruity with parent-caregivers’ needs (N = 24)
The reflective and guiding questions that struc-
tured each week’s writing session were perceived by
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participants to be perceptive, since it aided them in
interpreting and ascribing meaning to their experiences
of caregiving.

“When I write, 1 ask questions to myself, like am I
going to answer (it) this way or that way? So, the
questions help me to be more confident and empha-
size (to me) to be strong... Some of the questions help
(to have) insights on life” (S14)

In addition, the responses provided by the NeW-I ther-
apist following each week’s writing session encouraged
participants to press on and identify strategies to cope
with their challenges, while simultaneously providing
psychoeducation about alternative resources in the com-
munity that they could reach out to.

“There is somebody you can talk to who understands
what is going on in your life... I find that the advice
and suggestions given by you - like scrapbooking
- I've never thought of it. It is something that will
enhance my caregiving experience” (516)

“The feedback (from the therapist) is a sort of affir-
mation... Being affirmed gives me a lot of empower-
ment!”” (521)

Participants also expressed their gratitude at receiv-
ing the legacy document at the close of the intervention.
They explained that this tangible record of their caregiv-
ing journey had facilitated sharing of their struggles with
their family and friends through the retelling of their
story of caregiving and survival.

“That document opened up my bubble. My bubble
tends to be at home with (child’s name), so it opened
that — I have a lot of invisible webs and links to oth-
ers that I don’t naturally see on a day-to-day basis.
But nonetheless their presence and their imprint are
quite strongly clear” (S2)

“When I shared the legacy document with a few of
my friends, they were really touched. They were like,
T never knew you go through so much, and they
never knew those parts of me. It was a very impres-
sive journey for me” (S11)

Theme 3: Compatibility of online narrative writing (N= 14)
Participants appreciated the flexibility of the online ther-
apeutic platform which they could engage with during
their free time and from any convenient location. They
elaborated that NeW-I was more convenient than a face-
to-face session with a therapist since the latter involved
committing to a predefined date and time, which was
challenging for parent-caregivers who juggled multiple
caregiving responsibilities.
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“(When) you get time, you can finish it (refers to
weekly NeW-1 writing sessions) ... Even when (I am)
with the family, I can find 20 minutes, sitting around
with them also... If we have to fix up appointments, I
think that (is) very difficult for caregivers” (§14)

Further, the relative anonymity and personal space that
NeW-I offered to participants made it a less intimidating
channel for self-expression as compared to face-to-face
conversations.

“(When) you talk to someone face-to-face, you don’t
have much time to think, so when I want to put my
thoughts in my writing, it feels better” (520)

The increased personal space and anonymity of NeW-1
was helpful for participants regardless of whether they
perceived themselves to be introverted or socially confi-
dent about sharing their challenges with others.

“Sometimes, certain things, we feel shy to share (it) if
we (are) face-to-face (with another person). We feel it
is better to stay anonymous.” (526)

“I am very vocal, so I talk a lot about what is hap-
pening. This for me is an additional resource... But
if they [parents] are not very vocal or they don’t talk
much about what is happening to others then it
would be a good experience for them.” (S8)

Theme 4: Sustainability and enhancement recommendations
(N=23)

Participants highlighted that it was challenging to com-
plete their weekly writing within a single session lasting
30 min while also tending to their caregiving responsibili-
ties. They recommended a ‘Pause’ button and a ‘Save as
Draft’ feature to be added to the app to resolve this issue.

“Do have a ‘pause’ button (in the app) during the
writing session of 30 minutes in case there is any-
thing that we need to attend to urgently and we have
to stop writing for a while, and a ‘save’ button so that
whatever we write can be saved when we need to log
out of the app.” (S7)

Some participants suggested that the reflective ques-
tions in the weekly writing sessions could be rephrased
for greater clarity and comprehensibility, while other
participants wished that NeW-I could be available in
regional languages so that parent-caregivers who were
not fluent in English would also have the opportunity to
seek support from the intervention platform.

“Sometimes I find the question is too short. I can’t get
what kind of information you all request. Every time
I log in, there is only 30 minutes and I have to really
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think about what I'm going to write.” (S24)

“Many caregivers don’t speak English or don’t under-
stand English. They will be more comfortable in their
own language” (S14)

Participants further expressed that it would have been
useful if their NeW-I engagement had continued beyond
the four weekly sessions and reception of the legacy doc-
ument. They felt that periodic follow-up sessions would
provide them a platform to voice their concerns and seek
professional support as they navigated the ups and downs
of looking after their seriously ill child.

“You can have a follow-up... find out if there are any
problems, unease, or something that they (parent-
caregivers) need further suggestions on how to han-
dle” (§22)

Finally, one participant expressed interest in having
more knowledge about the NeW-I therapist’s background
and expertise. The participant shared that this would help
parents to understand the difference between disclosing
their caregiving challenges to the therapist versus con-
versing with their informal social network about issues
they were facing.

“The therapist needs to share what is his or her
portfolio of experiences with regards to how he/
she can help. Because I can do the same. I'm not a
psychologist but I can help my friend when she feels
depressed. So, what’s the difference between telling
you as a therapist and telling me?” (54)

Findings from post-intervention evaluation survey

Findings from the qualitative interviews were corrobo-
rated by participants’ self-reported responses to the
post-intervention evaluation survey. As shown in Table 2,
from a sample of N=21 participants who completed the
evaluation survey, over 85% of participants were in agree-
ment that NeW-I had been helpful to them, with over
52% of participants expressing that NeW-I had been as
helpful as other forms of support that they received from
their child’s healthcare team. Majority of the participants
acknowledged that NeW-I had improved their spiritual
well-being (52%; n=11—rounded to nearest whole num-
ber), hopefulness about the future (57%; n=12) and per-
ception of social support that was available to them (76%;
n=16). In fact, improvement in perception of social sup-
port emerged as the greatest benefit that participants
derived from their NeW-I experience according to the
post-evaluation survey results. In addition, participants
concurred that NeW-I had helped to lessen their sense of
sadness and depression (62%; n=13), feelings of burden
due to their caregiving responsibilities (52%; n=11) and
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feelings of fear and anxiety towards their child’s illness
(57%; n=12). A resounding number of participants (90%;
n=19) acknowledged that overall, they felt satisfied with
their NeW-I experience.

Feasibility of NeW-I: Evaluation of resources

for intervention implementation

Detailed study records and audit trails revealed that the
NeW-I therapist successfully responded to participants
as well as prepared and sent them their respective leg-
acy documents within the protocol timeline (detailed
descriptions of the intervention procedures and their
timeline can be found in the NeW-I protocol [17]). Fur-
ther, the team did not experience any challenges in terms
of resources and the capabilities required to manage the
intervention during the NeW-I pilot trial. Physical work-
space and IT resources were supplied by the Univer-
sity that the research team was affiliated to. The NeW-I
therapists were certified in death education and grief
counselling and were experienced in working with family
caregivers of patients receiving palliative care. All team
members had successfully completed research integrity
modules under the provisions of Nanyang Technological
University’s Institutional Review Board and adhered to
the Board’s guidelines for safeguarding participants’ iden-
tity and confidentiality.

The research team had adequately estimated the man-
power required to develop the NeW-I platform and
deliver the intervention. Specifically, one computer engi-
neer developed the online intervention platform and
maintained it throughout the study period; one full-time
PhD student was responsible for data collection and
entry, intervention delivery, analysis of both quantita-
tive and qualitative data as well as drafting of research
reports and presentations for dissemination of findings;
one research associate provided assistance with data col-
lection and delivery of the control protocol during peak
periods of participant recruitment; one senior counsel-
lor supervised the PhD student and research associate
for quality assurance of the therapist’s responses to par-
ticipants; and the Principal Investigator managed and
steered the entire project.

A few minor unanticipated challenges were encoun-
tered by the research team in using the new medium of
intervention delivery — a smartphone app — thereby rein-
forcing the need for technical proficiency to develop and
deliver the intervention. Briefly, technical malfunctioning
of the app in the initial months of the trial and delays in
restarting the server following periodic checks impeded
some participants’ timely submission of their weekly
writing entries, thereby resulting in a deviation from the
NeW-I protocol. These participants had to email their
weekly writing entries instead of submitting it via the app.
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Other participants were unable to complete their writing
session within the stated timeline because they had not
been notified about the activation of the new writing ses-
sion in a timely manner. These issues were efficiently and
effectively resolved by the research team by seeking out
appropriate instruction from technical experts.

Clinicians and researchers who are interested in adopt-
ing NeW-I as a therapeutic tool to advance their work
with parent-caregivers of children with CLTT are advised
to thoroughly assess the resources at their disposal and
their team’s proficiency to manage the intervention.

Discussion

NeW-1I is a novel evidence-based pre-loss intervention
for enhancing the psycho-socio-spiritual well-being
of parent-caregivers of children facing CLTIs in Singa-
pore, and this study is the first empirical examination
of NeW-I's acceptability and feasibility among its tar-
get audience. Qualitative framework analysis of par-
ticipants’ post-intervention interviews showed that
the ritualistic process of engaging in a weekly narra-
tive writing about their caregiving experiences drew
parent-caregivers’ attention to the resources that they
had at their disposal and the positive outcomes of their
journey of caregiving for their seriously ill child. Par-
ticipants found the medium of intervention delivery
(i.e., internet-based writing) to be convenient since they
could access the intervention from any location and at
any time, as well as private since they could share their
thoughts and feelings in a format that was less intrusive
than face-to-face talk. Additionally, recommendations
were obtained from participants regarding strategies
that could be adopted to enhance the overall delivery
of the intervention and the outcomes derived through
it — including flexibility in completing the writing ses-
sion, delivering the intervention in regional languages,
greater clarity about the expertise of the therapist and
following up with participants over a longer duration
than four weeks. This positive feedback provided by
participants are further ratified by their self-reported
responses to the evaluation survey which indicate
participants’ satisfaction with the NeW-I. Lastly, an
appraisal of the resources required to deliver the inter-
vention do not reveal any major challenges, which pro-
vides further endorsement for research and delivery of
NeW-I beyond this pilot trial.

In line with previous research [44], this study pro-
vides evidence for the acceptability and feasibility of a
narrative intervention in enhancing parent-caregivers’
agency to cope with the challenges of looking after
their seriously ill children. Further, this research pro-
vides empirical support to previous studies [45] which
posited that provision of psychotherapeutic services
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during the illness trajectory serves to enhance the qual-
ity of parent-caregivers’ memories of the days leading to
their child’s potential end-of-life and death, strengthen
their sense of resilience, hope and perceived support
from their social networks, thereby safeguarding them
against adverse bereavement outcomes. This study also
reinforces previous findings that Asian family caregiv-
ers tend to be uncomfortable about expressing their
feelings openly [46, 47]. Present authors believe that
participants’ acceptability of NeW-I can be attributed
to the cultural sensitivity of this intervention which
makes it suitable for its target population—Asian par-
ent-caregivers. Lastly, this study offers invaluable rec-
ommendations for future trials of NeW-I. For instance,
future NeW-I studies would benefit from incorporating
follow-up sessions over a longer interval (for instance,
bi-monthly sessions), similar to other interventions
[48-51]. Such follow-up sessions may invite parents to
share their experiences of caregiving since their previ-
ous engagement with the NeW-I therapist, review the
ideas that were discussed during the original NeW-I
sessions and reflect on whether and how the knowl-
edge and skills acquired during the NeW-I sessions were
practiced in their daily life.

Limitations and future directions

Readers are cautioned about the small and heterogene-
ous nature of the sample in the present study and the
delivery of the intervention by a single therapist alone
— both these attributes may limit the extent to which
the findings can be generalized to other contexts and
populations. Further, interviews for the acceptability
study were carried out by the therapist who delivered the
intervention. It is possible that participants’ responses
may have been influenced by a perceived power dynamic
between themselves and the therapist despite assurances
that participants’ honest and heartfelt responses would
be respected and used for enhancing future iterations
of NeW-I. Moreover, despite multiple team meetings
to ensure research rigour in the analysis of qualitative
data and inter-researcher consensus in the finalizing
of themes, it could be that the emergent themes were
impacted by the research team’s subjectivity. It is recom-
mended that future research must employ a larger and
more diverse participant pool, include parent-caregiv-
ers from other Asian communities besides Singapore,
and engage an evaluation team whose members are not
directly involved in delivering the intervention is neces-
sary to determine the extent to which NeW-I is effective
in improving Asian parent-caregivers’ well-being as well
as potential challenges that therapists need to be pre-
pared for in delivering the intervention.
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Conclusion

This study describes the initial piloting of NeW-I—a
promising online anticipatory grief intervention for par-
ent-caregivers of children with CLTIs—demonstrating
that it is both acceptable and feasible in the Singapore
context. Qualitative evidence indicates that participants
found NeW-I to be helpful, particularly in improving
their perception of social support. Further evidence from
an ongoing definitive trial is needed to assess its efficacy.
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