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Abstract
Background: Conventionally, psycho-socio-emotional interventions for parents of children with chronic
life-threatening illness begin post child loss. Evidence indicates pre-loss interventions addressing
anticipatory grief can improve psycho-socio-emotional well-being and grief outcomes among family
caregivers of dying patients, but no known intervention addresses the unique psycho-socio-emotional
needs of Asian parents facing their child’s chronic life-threatening illness. Globally, palliative care strives
to holistically support patients and their caregivers at the end-of-life, but inadequacies exist both globally
and locally in pediatric palliative care and parental bereavement support services. Aim: A novel evidence-
based Narrative e-Writing Intervention (NeW-I) is developed to address this gap. NeW-I is a strength-
focused, meaning-oriented and therapist-facilitated mobile app and web-based counseling platform that
aims to enhance quality of life, spiritual well-being, hope and perceived social support, and reduce
depressive symptoms, caregiver burden and risk of complicated grief among parents facing their child’s
chronic life-threatening illness. Methods: The design of NeW-I is informed by an international systematic
review and a Singapore-based qualitative inquiry on the lived experience of bereaved parents of children
with chronic life-threatening illness. Together with four major local pediatric palliative care providers,
NeW-I is implemented in Singapore as an open-label pilot randomized controlled trial with 66 parents and
supplemented with a built-in accessibility and feasibility study. Discussion: NeW-I aspires to improve
psycho-socio-emotional well-being of parents facing their child’s chronic life-threatening illness through a
structured cyber-counseling platform, thereby enhancing holistic pediatric palliative care and parental
bereavement support services. Findings from this pilot study can inform large-scale implementation and
evaluation of NeW-I in Singapore and globally.

Background
In 2016, over 6.6 million children died globally [1] with chronic illnesses being a prevalent cause of child
mortality [2]. For Singapore speci�cally, the number of child deaths (age < 19) increased from 204 in 2014
to 245 in 2016 [3, 4]. The cause of this 20% rise is primarily child death due to chronic conditions, which
climbed from 120 in 2014 to 152 in 2016 [5]. A child’s death shatters the assumption that children do not
die before their parents, thus invalidating parents’ self-concept and social roles [6]. Furthermore, the
experience of child loss is associated with disenfranchised grief [7] and greater risk of physical,
psychological and social health problems among bereaved parents, especially in the initial months of
bereavement [8].

Parental Bereavement Trajectories of Child Loss
Our research team recently conducted a qualitative systematic review of 25 high-quality research articles
published between 2000 and 2017, exploring the lived experience of parental bereavement due to a child’s
chronic life-threatening illness; a four-phase parental bereavement trajectory of child loss was developed,
highlighting appropriate interventions that help parents identify care needs, elicit caregiving strengths,
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enhance death preparedness, and foster meaning-making throughout the illness trajectory in order to
reduce psycho-emotional distress during end-of-life and into bereavement [9]. Our research team
conducted a second study to examine the Asian experience of parental bereavement, via meaning-
oriented strength-focused interviews with 25 parental units who lost their child to chronic life-threatening
illness in Singapore [10]. Analysis using grounded theory approach revealed 7 themes and 25 sub-themes
which further illuminate the need to enhance support for parents caring for children with chronic life-
threatening illness early in the illness trajectory (see Table 1).

[Insert Table 1 here]

These �ndings echo previous literature that parents facing potential child loss could bene�t from
psychosocial and therapeutic interventions as early as prognosis and throughout the illness trajectory,
which could ease the transition from caregiving, through mortality and bereavement [9, 11–13], thus
mitigating adverse grief outcomes [14]. However, most supportive interventions for parents caring for
children with chronic life-threatening illness only occur after bereavement [15–17], and a recent
systematic review found negligible evidence to support their effectiveness [18]. As such, there is a need to
develop a pre-loss intervention to augment pediatric palliative care and parental bereavement support
service - one that empowers parents to re�ect on their caregiving experiences, explore and identify
resources that could help them better cope with the challenges of caregiving, and support their child to
live a meaningful life despite a chronic life-threatening illness.

Elements of a Pre-Loss Intervention for Parents Facing their
Child’s Chronic Life-Threatening Illness
In developing a pre-loss intervention that could meaningfully impact families throughout their child’s
illness trajectory and leading to the �nal days of their child’s life, a number of important therapeutic
elements need to be considered and incorporated. First, Anticipatory Grief (AG), de�ned as the process of
mourning the loss of a loved one prior to actual loss that enables caregivers to experience and adjust to
various grief responses, must be central to such an intervention [13, 19]. AG can smoothen the process of
coping with death, since the individual has scope to come to terms with the loss in advance [20]. Studies
have found that strength-based end-of-life interventions with elements that address AG can improve adult
patients’ quality of life and mitigate poor bereavement outcomes among family caregivers [21].It is
therefore possible that an AG-based psychotherapeutic intervention for parents facing their child’s chronic
life-threatening illness could aid parents in understanding and regulating emotions, enhancing death
preparedness, and thereby building resilience.

Second, it would be useful for a pre-loss intervention for parents facing their child’s chronic life-
threatening illness to adopt a Meaning-Reconstruction Approach [22–24], with each individual actively
constructing a phenomenological world of his/her own experiences in relation to various familial and
socio-cultural contexts, and supporting their sense of loss and grief accordingly. Such a meaning-
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reconstruction approach empowers grievers to choose whether to direct their attention to the loss and
process turbulent feelings, or to focus on practical adjustments to re-engage with their everyday life.
Third, a pre-loss intervention would bene�t from a Narrative Approach [25, 26], which could help
individuals connect with emotions that are challenging to accept, generate new meaningful stories about
life and loss, and restructure negative emotional appraisal of situations such as end-of-life caregiving
into more positive ones, thereby generating a sense of hope.

Two effective examples of applying the meaning-reconstruction approach and the narrative approach in
supporting holistic end-of-life care are Dignity Therapy [21, 27, 28] and Family Dignity Intervention [29],
both of which are evidence-based psychotherapies that addresses the physical, psychosocial and
existential issues pertaining to one’s dignity at end-of-life. Speci�cally, Family dignity intervention is
designed to support the collective experience of grief and loss for Asian families facing mortality, and it
could add great value to a pre-loss intervention for parents of children with chronic life-threatening illness.
In practice, family dignity intervention comprises a meaning-focused interview with the patient-and-family
caregiver dyad that fosters the expression of appreciation and emotional connection through the retelling
of important life narratives; the interview is recorded, transcribed and edited into a legacy document, and
returned to the dyad for sharing with their loved ones for healing and remembrance

Finally, a pre-loss intervention for parents facing their child’s chronic life-threatening illness must be
mindful of the caregiving responsibilities and limitations that serve as barriers for parents to engage in
sit-and-talk therapy [9]. It is possible that an internet-based platform which is cost-effective and time-
e�cient [30] can deliver psychotherapy to such parents. Such therapist-facilitated e-platforms are
increasingly used for brief and effective psychotherapy for a range of conditions including depression,
anxiety, and stress [31–34]. Moreover, when internet-based platforms use writing as the modality for
emotional expression and re�ection, e�cacy is superior, as compared to audio/video mediums [35].
Finally, the anonymity of an e-writing channel can encourage greater willingness to self-disclose [36, 37].

Present Study
Globally, pediatric palliative care interventions predominantly emphasize the stages of grief and
psychological tasks that grieving parents must accomplish after their child’s death [18], and in Singapore,
there is no known empirically-tested intervention to provide psycho-emotional support and
psychoeducational resources to parents of children with chronic life-threatening illness. Given that
Singapore is a leading nation in digital readiness, and smartphone utilization for communication is
ingrained into the everyday life of its people [38], internet-based solutions can be vital in enhancing
pediatric palliative care and parental bereavement support services. The Medical Research Council
Framework for the Development and Evaluation of Complex Interventions is widely recognized for
designing and evaluating complex interventions which could improve health outcomes [39, 40].

The present research team has integrated the aforementioned elements necessary for a pre-loss
intervention for parents of children with chronic life-threatening illness and conceived Narrative e-Writing
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Intervention (NeW-I) to address the gap in pediatric palliative care delivery and research in the local
context. Speci�cally, NeW-I is a novel internet-based, therapist-facilitated, strength-focused, and meaning-
oriented intervention designed to provide direct service to parents facing their child’s chronic life-
threatening illness.

Methodology
The NeW-I study protocol is guided by the SPIRIT 2013 checklist for reporting of clinical trial protocols
[41] (see Figure 1 for the corresponding Standard Protocol Items: Recommendations for Interventional
Trials (SPIRIT) Figure).

[Insert Figure 1 here]

Aims, Objectives and Hypothesis
The development and evaluation of NeW-I is informed by the medical research council framework for the
development and evaluation of complex interventions [39, 40], the meaning-reconstruction model [42], the
narrative approach to anticipatory grief [43], dignity therapy [27, 28], and family dignity intervention for
holistic end-of-life care [29], and guided by the �ndings of a recent investigation on Asian parental
bereavement experience of child loss by our research team [10]. The objectives of this study are:

a. to develop a detailed protocol for a culture-speci�c and meaning-oriented Narrative e-Writing
Intervention (NeW-I) for anticipatory grief and bereavement support for parents facing their child’s
chronic life-threatening illness and impending death;

b. to evaluate the e�cacy of NeW-I in enhancing quality of life, spiritual well-being, hope and perceived
social support, and decreasing depressive symptoms, caregiver burden and risk of complicated grief
among participants; and

c. to examine positives and challenges in the design and implementation of NeW-I through a built-in
accessibility and feasibility study for establishing a solid foundation towards full-scale
implementation.

It is hypothesized that intervention group participants who successfully complete NeW-I will experience
enhanced quality of life, spiritual well-being, sense of hope and perceived social support, and decreased
depressive symptoms, subjective caregiver burden and risk of complicated grief as compared to control
group participants. It is also hypothesized that NeW-I is deemed an accessible and user-friendly service
by participants.

Study Design

https://paperpile.com/c/ppDQXj/kOfH
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This study adopts an open-label randomized controlled trial design comprising two groups: (1) an
intervention group (structured NeW-I protocol) and (2) a control group (unstructured journaling activity).

Sample
The sample comprises 66 parents of varying ethnicity in Singapore (N = 66). To be eligible for
participation in this study, the individual must be a parent whose child has been diagnosed with a chronic
life-threatening illness between the ages of 0–19 years and has a prognosis of more than 3 months at
the time of study registration. The individual must be able to speak, read, and write in English and provide
informed consent. Individuals are excluded from this study if they cannot provide informed consent and
are suffering from severe depressive symptoms and psychological distress as identi�ed by two screening
tools. Speci�cally, to protect participants’ well-being during the pilot testing of NeW-I, those who do not
meet the stated cut-off scores of Patient Health Questionnaire–9 (>19) and Kessler Psychological
Distress Scale (>29) are excluded as formal treatment and therapy would be more bene�cial [44,
45].Additionally, if participants cease to meet the inclusion criteria during the study (such as, due to their
child’s untimely death), they are excluded from the study and provided alternative resources for
psychosocial support.

Sample Size Calculation
For a main trial designed with 90% power and two-sided 5% signi�cance, a pilot sample size of 25 per
arm is needed to detect a small effect size of 0.2 in the primary outcome measure [46]. In fact, many high
quality psychotherapy studies (as de�ned by pro�ciently trained therapist, treatment integrity, N ≥ 50) for
the treatment of depression have a mean effect size of d = 0.22 [47]. Allowing for an attrition rate of 30%
at follow-up (a larger estimate due to end-of-life context), the minimal sample size required for this study
is 66, or 33 in each group.

Study Sites and Recruitment Procedures
In collaboration with leading pediatric palliative care providers in Singapore including KK Women’s and
Children’s Hospital, Club Rainbow Singapore, Muscular Dystrophy Association Singapore and Rare
Disorders Society Singapore, purposive sampling is adopted to achieve the target sample size of 66.
Potential participants are identi�ed and contacted by the relevant collaborating organization to introduce
the study. If verbal consent is obtained from potential participants, their contact details are passed to the
NTU research team who subsequently establish telephone contact, explain study procedures and
introduce the NeW-I online platform. All personal information pertaining to potential participants is kept
con�dential and only the responsible researchers have access to such information.

https://paperpile.com/c/ppDQXj/NzUyz+vSrt
https://paperpile.com/c/ppDQXj/pm8w
https://paperpile.com/c/ppDQXj/2hou
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Open recruitment is also carried out, so that all parents of children with chronic life-threatening illness
have equal opportunity to participate in a potentially bene�cial study, and to examine the feasibility of
implementing this free and easily accessible intervention in the community. Posters are placed in
strategic locations across Singapore providing information regarding the study. When interested
participants contact the research team, study procedures are explained, the NeW-I platform is introduced,
and registration information is provided.

App and Intervention Procedure
The NeW-I therapist-facilitated online platform comprises a mobile app and a website. When participants
initially log on to the app or website, they are directed to a study participation and informed consent page
that provides details about study procedures, rights of research participants and protection of
con�dentiality. After participants endorse this online informed consent form on the NeW-I platform, they
are directed to a demographic information page. This is followed by a screening page where participants
complete the PHQ–9 and the K–10. Those who pass the screening assessments receive con�rmation of
study participation and are requested to wait for a phone call from the research team. Those who do not
pass the screening assessments are thanked for their time and provided resources for psychosocial
support. Individuals who pass the screening assessments receive a phone call from the NeW-I team as a
means of identity-checking. This is followed by random allocation of participants to either the
intervention or the control group which is done via the NeW-I platform by using computer-generated
random numbers. Following this, participants complete baseline measures (T1 assessment) and are then
directed to the �rst writing session. Participants may choose to begin the T1 assessment and �rst writing
session immediately, or delay for a maximum of 3 days. The day on which participants begin the writing
session is day 1 of week 1. Study procedures are described in detail in Figure 2.

[Insert Figure 2 here]

Intervention and Control Group
Both intervention and control group participants follow the procedures described in Table 2. There are 4
weekly sessions of writing. A template is provided to ensure that participants’ writings are structured and
tie in with the session objectives. To improve participants’ adherence to the study protocol, they receive
an automated noti�cation on their phone app and email each time a fresh writing session becomes
available to them. Participants are assured of anonymity and con�dentiality of their writing to encourage
open and honest self-expression. The structured writing for each session requires 15 to 30 minutes, since
exposure and time to process ideas through written disclosure over at least 3 sessions of 15 minutes
each can produce effective outcomes [48].

[Insert Table 2 here]

https://paperpile.com/c/ppDQXj/MWYv
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For intervention group participants, each weekly session has a unique objective (see Table 3). Brie�y, in
week 1, participants re�ect on the demands of caring for a child with chronic life-threatening illness, and
the means to cope with these challenges. In week 2, participants consider avenues where they can seek
more information about their child’s illness and resources for caregiving. In week 3, participants examine
the sources of support which they have within their network of family and friends. In week 4, participants
explore how they (and their children) can rise above illness-related challenges and live their lives as fully
as possible.

[Insert Table 3 here]

For control group participants, the objective is consistent across the 4 weeks, that is, participants engage
in a weekly unstructured writing session which allows them to experience the therapeutic bene�ts of
unstructured narrative writing (see Table 4).

[Insert Table 4 here]

Evaluation of Outcomes
Quantitative assessments. Via the NeW-I platform, both intervention and control group participants �ll out
a socio-demographic form at baseline, and are then assessed on a battery of standardized and validated
measures across 5 time-points. This includes: (i) Kemp Quality of Life Scale [49], (ii) a modi�ed version of
the Functional Assessment of Chronic Illness Therapy- Spiritual Well-Being [51], (iii) Herth Hope Index [50],
(iv) Patient Health Questionnaire–9 [44], (v) Burden Scale for Family Caregivers-Short [51], (vi) Inventory
of Social Support [52] and (vi) a modi�ed version of the Brief Grief Questionnaire [53] (see Table 5).

[Insert Table 5 here]

Assessment for both intervention and control group takes place at �ve time-points: baseline (T1),
immediately after completion of the intervention or control protocol (T2), one month after completion of
the intervention or control protocol (T3), three months after completion of the intervention or control
protocol (T4), and a �nal follow-up six months after completion of the intervention or control protocol
(T5) (described in both Figure 1 and Figure 2). Participants receive an automated noti�cation on their
phone app and email each time an assessment set becomes available to them. For each completed
assessment, participants receive a 30 SGD voucher.

Accessibility study. To evaluate the accessibility and effectiveness of NeW-I, all intervention group
participants are invited to participate in a written interview at the completion of all intervention
components at T2, which explores the impact of the intervention, aspects of the intervention found to be
helpful, aspects of the intervention found to be unhelpful and how they could be improved, challenges
encountered in completing the intervention, and scope for enhancing intervention usability.

https://paperpile.com/c/ppDQXj/3v9lB
https://paperpile.com/c/ppDQXj/kE3zJ
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Feasibility study. To maintain a detailed audit trail and to assess the implementation and delivery of
NeW-I, the research team records the time needed to provide feedback to participants and restructure their
narrative writing, deviations from the intervention protocol (if any), uncompleted interventions and their
reasons, and NeW-I therapists’ perceptions of competence, intervention delivery, observations of
participants’ experiences and responses, and di�cult or deviant cases. All feedback provided to
participants is vetted by at least two members of the research team for data monitoring, quality and
safety assurance.

Data Analysis
Quantitative data. All quantitative data are stored and analyzed using the SPSS computer software.
Reliability tests are reported for all scales with the sample population. Between-and within-participant
comparison of outcomes are conducted, and appropriate effect size estimates are reported. Further,
comparisons are done at T3, T4 and T5 follow-up with baseline for both groups to assess longitudinal
outcomes and potential maintenance effects. To characterize and predict changes in outcome variables,
multilevel analyses are conducted. The intervention and control group are also compared on
demographic characteristics and baseline measures. If necessary, these are controlled in the analyses.
Deviant cases which could impact intervention outcomes, recruitment rates, comparison of drop-out rates
and missing data in the two groups are reported.

Qualitative data. All qualitative data are stored and analyzed using the QSR NVivo computer software.
Phenomenological analysis is used to obtain an in-depth and comprehensive view of the dataset from an
insider perspective [56]. Unique or minority voices are elicited to illuminate counterpoints to the stated
views. Throughout the data analysis process, strategies to maximize research rigor and trustworthiness
are prioritized. The use of such a method of data analysis has been demonstrated in previous research
involving grief therapy with bereaved parents [54].

Discussion
NeW-I is a �rst-of-its-kind internet-based, therapist-facilitated, strength-focused, and meaning-oriented
intervention designed to provide direct service to parents facing their child’s chronic life-threatening
illness, �lling in a critical service gap in local pediatric palliative care. Through an open-label randomized
control trial, the e�cacy of NeW-I for improving such parents’ quality of life, spiritual well-being, hope,
depressive symptoms, caregiver burden, social support and risk of complicated grief is investigated
across �ve time-points. This study further allows for: (1) a longitudinal assessment of the mental states
of 33 parents (i.e. control group) to obtain a naturalistic trajectory of anticipatory grief; (2) an evaluation
of the extent to which the intervention is successful in improving 33 parents’ mental well-being (i.e.
intervention group); and (3) an evaluation of the extent to which these potential positive effects are
sustained over time. The �ndings will be disseminated via research articles and presentations, so that
they can inform large-scale implementation and evaluation of NeW-I in Singapore, which in turn can

https://paperpile.com/c/ppDQXj/QqnZ
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enable NeW-I to be further implemented and tested globally with parents of children with chronic life-
threatening illness, thereby meaningfully impacting population health.

The internet-based narrative writing model of NeW-I supports the unique needs of Asian family caregivers
who are uncomfortable with emotional expression even during times of loss and separation [55]. It is
hoped that NeW-I is perceived by parents to be a safe platform for engaging in intimate dialogue
regarding their child’s caregiving, thereby enhancing parents’ experience of their child’s illness trajectory,
empowering them to harness available resources to provide the best possible care to their child, while
simultaneously reducing psychosocial distress and caregiver burden. Finally, although the current format
of NeW-I is tailored for parents facing their child’s chronic life-threatening illness, the online therapeutic
protocol can be adapted to deliver psychotherapy to diverse populations. The intervention protocol is
inherently cost-effective, convenient-to-access, allows expression of disenfranchised emotions and
promotes meaning-ascription to traumatic experiences.

Limitations, Future Directions And Conclusion
Presently, NeW-I can only be implemented with participants who speak, read, and write English. Singapore
is a multi-cultural and multi-linguistic nation [56], and future research should expand the delivery
language of NeW-I and assess its acceptability and effectiveness among different linguistic and ethnic
groups in Singapore and globally. Despite this limitation, NeW-I could enhance participants’ wellness by
drawing attention away from their illness narrative and instead emphasize areas that research has
demonstrated to be most meaningful at the end-of-life. Expected study outcomes can generate new
knowledge to inform research and practice in pediatric palliative care and parental bereavement support
locally and globally.

Trial status
Protocol version number: 1; date: 1 May 2019

Participant recruitment starting date: 1 February 2019; participant recruitment expected completion date:
June 2020.

List Of Abbreviations
NeW-I: Narrative e-Writing Intervention
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parental bereavement in Asia
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Findings from qualitative study on the lived
experience of parental bereavement in Asia

Implications for clinical work

Facing their child’s impending mortality is a
di�cult experience which can isolate parents.
Societal attitudes towards illness can make it
di�cult for parents to engage with their previous
social networks.

Support parents in gaining a greater sense of
control over their lives and strengthening
resilience during the period of end-of-life
caregiving through empathic support and
psychoeducational resources for self-care and
healthy coping.

Parents seek to understand the medical
terminology associated with their child’s illness
and prognosis of the condition, so that they can
evaluate potential risks and bene�ts of treatment
procedures and make informed care decisions.

Empower parents to provide the best possible
care to their child through exploration of
resources for seeking information about illness
and caregiving.

Parents desire to give their children a chance to
rise above the di�culties brought on by the
illness and display strength to help their child live
as fully as possible.

Facilitate meaningful family experiences that
allow parents and their children to move away
from the drudgery of illness, suffering and
caregiving and focus on building parent-child
memories.

Asian parents tend to have a collaborative
approach to caregiving for their sick child. They
often relied on or family members, relatives and
other parents of sick children for support.

Explore sources of support which participants
have within their close social network and how
they can be harnessed in care provision.

Table 2: NeW-I procedures for intervention and control group
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Week 0 Week 1-4 Week 5

Intervention group Control group

Online
platform
registration

Informed
consent

Screening
assessment

Participation
con�rmation
(if eligible)

Completion
of baseline
assessments

Con�rmation
of the
participant’s
identity by
the research
team

Random
group
allocation
(via the app)

Proceed with
intervention
immediately
or choose to
postpone
start date for
up to 3 days

Days 1, 2, 3:

Participants
engage in
15-30-
minute
writing
session to
be
completed
in 1 seating.

Days 4, 5, 6:

Therapist
provides
written
constructive
empathetic
feedback.

Participants receive their legacy
document,[29] and have an
opportunity to suggest revisions.

1-hour live voice call with NeW-I
therapist to provide psychosocial
support and closure of therapy.

Participants prompted to complete
T2 outcome assessment and
qualitative written evaluation of
intervention, and subsequently
similar automated prompts are sent
to complete T3, T4 and T5 outcome
assessments.

Participation Complete.

Participants receive a
consolidated document that
includes all unedited journal
writings together with a
brief statement of
appreciation by the
therapist.

Participants prompted to
complete T2 outcome
assessment, and
subsequently similar
automated prompts are sent
to complete T3, T4 and T5
outcome assessments.

Participation Complete.

Table 3: Content and questions for re�ective writing for intervention
group

https://paperpile.com/c/ppDQXj/es7WM
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Week 1 Week 2 Week 3 Week 4

Objective To provide
participants with a
platform to re�ect on
the emotional,
practical and �nancial
demands of caring for
a child with chronic
life-threatening illness,
and the means to cope
with these challenges.

To explore
avenues where
participants can
seek more
information
about their
child’s illness
and resources
for caregiving.

To explore the
sources of support
which participants
have within their
close network of
family and friends.

To explore how
participants
(and their
children) can
rise above
illness-related
challenges and
live their lives as
fully as
possible.

Questions
for
re�ective
writing

1) Tell us a little about
your child and what
you love about him or
her.

2) Tell us about the
challenges that you
have encountered
when caring for your
child.

3) What has been your
biggest challenge so
far?

How have you coped
with it?

4) What are three
things that have
helped you cope in
your caregiving
journey?

1) How satis�ed
are you with the
knowledge and
information that
you have about
your child’s
condition?

What has been
helpful in
providing you
with the
knowledge and
information?

2) What are
some forms of
support that
have been
helpful for you in
providing quality
care to your
child?

How were these
forms of support
helpful?

3) What would
help you to feel
more competent
as your child’s
caregiver?

What is one
thing you could
do to make that
difference?

1) Tell us about
some people who
have been helpful
or supportive in
your caregiving
journey.

How have they
helped you to cope
during di�cult
times?

2) On a scale of 1
to 10, with 1 being
“Not at All” and 10
being “Very Much”,
how satis�ed are
you with your
spousal
relationship?
(Please omit this
question if it does
not apply to you.)

What might make
that score a little
higher?

3) What are some
things that others
could do for you
that could further
help you in your
caregiving journey?

1) Tell us what
you love best
about your
child.

What quality
about him/her
makes you
proud?

2) What would a
good day for
your child look
like right now?

What makes it a
good day?

3) Tell us about
an enjoyable
moment with
your child.

What are some
things you can
do to make an
enjoyable
moment
happen?

Counselling
goals

1) To a�rm the
strengths that have
helped participants to
survive and thrive.

2) To provide
psychoeducation

1) To
acknowledge
participants’
efforts to seek
power and
control over their
seemingly

1) To reframe that
they are indeed
blessed to have the
support of their
spouse/ family
and/or friends to
help them to cope

1) To assist
participants
(and their
children) in
building
meaningful and
cherished
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about local social
welfare organizations
that can provide them
with support.

uncontrollable
lives through
illness literacy.

2) To provide
psychoeducation
about sources
for seeking more
information
about their
child’s illness,
treatment
options and
resources for
caregiving.

with this
challenging period.

2) To reframe
participants’
sharing from
sessions 1, 2 and 3
by taking the
semantic content
as it is but
providing an
alternative
viewpoint of
perceiving the
situation.

memories
through
re�ecting on
achievements
and ful�lment
of dreams.

2) To examine
ways in which
participants can
enhance quality
of life in their
child’s �nal
days.

Table 4: Content and questions for re�ective writing for control group

Week 1 Week 2 Week 3 Week 4

Objective To engage
participants in a
weekly unstructured
writing session
which allows them
to experience the
therapeutic bene�ts
of unstructured
narrative writing

Question
for
re�ective
writing

This week, we’d love
to know a little bit
about you. Tell us
what an average
day in your life
looks like. Feel free
to share with us any
and every detail that
you �nd
comfortable to talk
about!

This week,
we’d like to
know about
what has the
past week
been like for
you? Feel
free to share
with us in as
much detail
as you like!

This week, we’d like to
know what is the
biggest challenge (e.g.
emotional, �nancial,
practical etc.) that you
are facing right now?
Do feel free to add on
anything else about this
challenge that you
would like us to know!

This week, we’d like
to know what you
�nd most comforting
right now (e.g.
family, relationships,
work, hobbies and
other activities etc.).
Tell us about what
makes this thing
comforting for you?

Table 5: Quantitative outcome measures
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Measure # of
items

Sample items Rating
scale /
Factor(s)

Kemp Quality of Life Scale
(KQOL)[49]

1 Taking everything in your life into account,
please rate your overall quality of life?

7-point
Likert
scale; 1
factor

Adapted version of the
Functional Assessment of
Chronic Illness Therapy-Spiritual
Well-Being (FACIT-Sp-12)[57]

12 I have a reason for living [meaning subscale]

I have trouble feeling peace of mind [peace
subscale]

My child’s illness has strengthened my faith
or spiritual beliefs [faith subscale]

5-point;

3
factors:
meaning,
peace,
faith

Herth Hope Index (HHI)[50] 12 I believe that each day has potential.

I can see possibilities in the midst of
di�culties.

4-point;

1 factor

Patient Health Questionnaire-9
(PHQ-9)[44] (also serves as a
screening assessment)

9 Little interest or pleasure in doing things

Feeling down, depressed, or hopeless

4-point;

1 factor

Burden Scale for Family
Caregivers-Short Version (BSFC-
s)[51]

10 My life satisfaction has suffered because of
the care.

From time to time I wish I could “run away”
from the situation I am in.

4-point;

1 factor

Inventory of Social Support
(ISS)[52]

5 I can express my feelings openly and
honestly

There is at least one person I can talk to
about my feelings.

5-point;

1 factor

Adapted version of the Brief
Grief Questionnaire (BGQ)[58]

5 How much are you having trouble accepting
the life-threatening illness of your child?

Are there things you used to do when your
child was well that you don't feel
comfortable doing anymore, that you avoid?
How much are you avoiding these things?

3-point;

1 factor

Figures

https://paperpile.com/c/ppDQXj/3v9lB
https://paperpile.com/c/ppDQXj/00MxJ
https://paperpile.com/c/ppDQXj/kE3zJ
https://paperpile.com/c/ppDQXj/NzUyz
https://paperpile.com/c/ppDQXj/6UsaE
https://paperpile.com/c/ppDQXj/tGQBR
https://paperpile.com/c/ppDQXj/wxSbZ
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Figure 1

Schedule of enrollment, intervention, and assessment
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Figure 2

Detailed description of study procedures for intervention and control group
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