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Abstract

Background: Research on the parental experiences of caring for children diagnosed with cancer in Singapore are limited
and not well understood.

Objectives: We conducted a pilot focus group to understand the experiences of Singaporean parents whose child had
survived cancer.

Methods: Using convenience sampling, five parents were invited to participate in a focus group discussion regarding the
psychosocial needs at the time of cancer diagnosis and into survivorship. The discussion was transcribed verbatim and analysed
using Braun and Clarke’s 6-step approach to thematic analysis.

Results: The analysis revealed three major themes of intrapersonal impact, interpersonal connectedness and financial
implications.

Conclusions: The identified themes indicated some universal and unique caregiving experiences among Singaporean
parents and those reported in western and other Asian cultures. In particular, the findings provided an update on the parental
experiences of caring for children with cancer in Singapore and highlighted the need for ongoing research and the development
of early and holistic psychosocial support services for these parents.
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Introduction child’s healthy status) and the process of adapting to family
changes. In addition, other themes such as gender differences
in coping and roles between father and mother; emotional
and practical support; positive gains (e.g. developed insights
and meaning into diagnosis, improved family relationships
etc.); and some differences in support-seeking behaviours
between cultures (e.g. American Chinese and Caucasians)
were also reported. The review by Gibbin et al. provides a
valuable understanding of the parental experiences in caring

In Singapore, 1400 children were diagnosed with cancer
between 2008 and 2017." Over three-quarters of those diag-
nosed with childhood cancers achieved remission and pro-
gressed to survivorship.! However, there are long-term
negative consequences of cancer on child survivors including
poorer physical,? cognitive> and psychosocial functioning*
when compared to their healthy peers.

The psychosocial impact of childhood cancer on children
and their family is an important area of focus. Klassen and col-

leagues® found significant caregiver and family stress followin
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for their children diagnosed with cancer; and particularly on
the areas of support required by these parents. Although the
review included some Asian studies, it is difficult to generalise
these findings to families in Singapore. As cultural factors can
partly influence the psychosocial impact of cancer; these fac-
tors should be considered in research.”®

Gray et al’ reviewed 72 articles in paediatric psycho-
oncology and concluded that cultural differences were influ-
ential throughout the cancer journey, particularly on how
families perceive, respond and cope with the cancer diagno-
sis. Similarly, Lim and colleagues® reported significant cultural
differences that may underlie differences in quality of life
among caregivers of cancer patients in various countries. In
particular, Lim et al® found lower quality of life among car-
egivers in Singapore compared to those from western coun-
tries. Nevertheless, the study of Lim et al.8 included individuals
caring for significant others diagnosed with cancer that ranged
from 18-year-olds to above 65-year-olds, rather than specifi-
cally to children. However, the findings of Lim et al.? together
with those from the western literature,®’ emphasised the
importance of considering cultural influences in psycho-
oncology research.

Regrettably, there are very limited studies conducted in
Singapore that have examined the long-term psychosocial
effects of childhood cancers®!! Studies in Singapore have
identified a lower quality of life among caregivers of individu-
als with cancer, including factors such as financial burden and
negative psychosocial implications on the family8-'0 Those
studies, although informative, included a subset of non-Singa-
porean paediatric patients. Thus, it is unknown if these find-
ings are applicable to Singaporean families®'® A mixed
methods study of Singaporean parents caring for children
with cancer was conducted in 1998."" Ow!! interviewed and
administered questionnaires to parents of children with can-
cer at two time points across two hospitals, within 3 months
(n=32) and within 3 to 6 months (n=22) of diagnosis. These
parents reported emotional distress across the two time
points, including anxiety, sadness, difficulty in accepting the
child's diagnosis, guilt and perpetual worrying about the child’s
prognosis and the risk of relapse. In addition, these parents
rated their own emotional needs as more important over
practical matters, such as financial and familial interactions.
The study by Ow!'! highlighted the importance of parental
emotional needs and the need for early parental support fol-
lowing their child’s cancer diagnosis. Unfortunately, the age of
the children and their parents were unreported. Furthermore,
the study by Ow!'! was conducted more than two decades
ago, thus there is a need to review current parental experi-
ences in Singapore.

Interestingly, the findings of Ow!'! differed from the recent
Singapore studies,'%!3 that reported parents of children with
various chronic illnesses focused on the practical aspects of
coping at the early stage of receiving their child’s diagnosis.
Emotional needs, however, were more likely to surface after
children had died from their iliness. Nevertheless, those
recent studies'?!3 were based on the retrospective experi-
ences of bereaved parents whose children had died from a
number of chronic illnesses including cardiac and renal condi-
tions, cerebral palsy, cerebral vein thrombosis and childhood

cancer. Moreover, as the loss of a child can result in significant
changes in parents’ perception of life experiences'* (e.g. find-
ing personal meaning in child’s death), the differences
between the study of Ow!'! and the recent studies'?'> may
also be influenced by participants’ characteristics (i.e. non-
bereaved vs. bereaved parents). Such differences in the litera-
ture indicated the need for more studies to explore the
parental experiences of caring for childhood cancer survivors
in Singapore.

Purpose

In summary, there is a dearth of research on the psychosocial
challenges faced by Singaporean parents of children with can-
cer. The only Singaporean study describing these challenges is
dated.!" Other Singapore studies included the adult popula-
tion,® a subset of non-Singaporean child participants,®!® and
bereaved parents’ experiences and other childhood condi-
tions.'? Hence, this pilot study sought to explore parental
experiences of Singaporean parents whose child had survived
cancer. The outcomes of this pilot study would identify areas
of psychosocial needs to direct future research and clinical
services. This study forms part of a larger research project
exploring late effects and the psychosocial impact of child-
hood cancer in Singapore.

Methods
Design

This study used a qualitative approach because it is ideally
suited to exploring areas where there is limited research. In
particular, we employed a realist stance with an inductive
approach that was driven by the emerging data. A semistruc-
tured interview script and a range of topic cards depicting
psychosocial themes (e.g. balance between caring for the
child and employment; impact on the family; isolation; com-
munication with healthcare professionals; emotional needs,
etc.) were used to facilitate discussion retrospectively regard-
ing the psychosocial needs of parents following their child’s
cancer diagnosis. The topic cards were derived based on the
existing literature® and were chosen to support the facilita-
tion of an open discussion within the Singaporean culture, in
which the explicit discussion of emotions may be difficult to
elicit.'?

Data collection

Using convenience sampling, parents of children with cancer
were invited to participate in a single focus group, following
a paediatric oncology educational event in Singapore. The
focus group was facilitated by two co-authors (AC and LT),
and the session was conducted in March 2018, and lasted
for 90 minutes. AC is a researcher experienced in qualita-
tive research and both facilitators (AC and LT) are regis-
tered clinical psychologists experienced in running focus
groups. A group of parents was asked to select the topic
cards that were most relevant to them during the initial and
subsequent cancer treatment phases in the hospital. Using
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Table I. A summary table of participants’ demographic variables
(N=5).

Demographic variables n* Mean (SD) Range

40-49

Parental age 5
Parental gender

Mother 4 - -

Father I - -
Ethnicity

Singaporean Chinese

Singaporean Malay
Children’s cancer

Neuroblastoma 2

Acute lymphoblastic leukaemia 2
Children’s age at diagnosis 4
Time since diagnosis (survivorship years) 4

44 (4.1

N W
[
[

5 (4.0)
5(3.2)

=11
2-9

The mean and range values were presented in years.
*Sample sizes differed as there were five parents of four children (i.e. two
of the participants were father and mother of the same child).

open-ended prompts, they were asked to explain their
selection, and reflect on the changes as their child pro-
gressed through their medical treatment. Finally, parents
were asked if there were any other factors that were impor-
tant to them other than the topic cards to ensure that no
other factors were missed. The focus group session was
audio-recorded, and transcribed verbatim. All data were
anonymised and each participant was assigned a numerical
identifier (e.g. PO1; PO2).

Farticipants

Ethics approval was obtained from SingHealth Centralised
Institution Review Board (CIRB, reference number
2017/2873). Written informed consent to participate in the
focus group was obtained from five parents of four children
(i.e. four mothers and one father); of which, two of the par-
ents were a married couple (see Table | for demographic
information).

Data analysis

Data were coded and analysed based on Braun and Clarke's
six-step approach to thematic analysis.'> These included the
process of becoming familiar with the data through the rep-
etition of reading the transcribed data, documenting brief
notes and drafting codes; consolidating codes into respective
themes and subthemes; revisiting and ensuring that these
themes were consistent with the data, and to the final pro-
cess of refining the themes.'> Initial coding was facilitated by
Microsoft Excel. Subsequently, the final themes and sub-
themes were described and assigned an appropriate ‘heading.
As a verification process, an investigator triangulation'® was
conducted by one of the co-authors (BT) not involved in the
data collection. The identified author was shown transcripts
without codes, themes or subthemes. Without preconceived
assumptions, the identified author independently generated
codes, subthemes and themes, which were then compared to
those derived by the authors (AC and LT) who conducted

Table 2. The linkage between major themes and subthemes.

Major theme Subtheme

Intrapersonal impact Emotional distress

Uncertainty

Hope
Interpersonal Emotional validation
connectedness Knowledge

Financial strain
Accessing funds

Financial implications

the focus group. Any inconsistencies in the themes and sub-
themes were resolved through discussion. Finally, all authors
reviewed the final themes and subthemes, and a general con-
sensus was achieved.

Results

Three major themes were identified namely: (a) intraper-
sonal impact; (b) interpersonal connectedness; and (c) finan-
cial implications. Table 2 shows the association between the
major themes and subthemes.

Intrapersonal impact

Intrapersonal impact described the emotional experiences of
parents and included three subthemes of emotional distress,
uncertainty and hope. In terms of emotional distress, parents
described the initial difficulties in accepting the child's diagnosis
along with ongoing trauma, which included the comparison of
their child's general functioning with other healthy children.

The first 3 months was very hard. | was crying myself to sleep
every night. PO2

| think | never got to heal, the PTSD [post-traumatic stress] for
parent, it still haunts me. POI

The emotions, the child doesn't understand what's going on and
you have no choice and you compare your child with another
person’s child. PO

Regarding uncertainty, parents described the challenges
managing ongoing uncertainty regarding their child’s health,
the possibility of reoccurrence and treatment late effects.

| would say she survived till now, although it's just two years. PO

Finding out that she will have late effects, heart problems and so
on which is the uncertainty. How do you manage an uncertainty
when you don't know what she is going to go through for the
next twenty years. PO |

Finally, under the subtheme of hope, parents described
the importance of remaining hopeful and positive regardless
of their child’s prognosis. They described drawing on others'
experiences as a source of hope.

The most important thing is must have positive thinking. PO3
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[ think it gives us hope to know that people have survived. PO5

Interpersonal connectedness

Parents reported being emotionally validated through con-
necting with other parents who also had a child diagnosed
with cancer. They described the parental experiences of
obtaining both knowledge and comfort from forging these
relationships. Parents described these relationships as a pro-
tective factor from the sense of isolation that often came
with the diagnosis.

.. . it was really isolating. Because nobody could or would want
to actually hear the problems you had. P02

When it happened ... [we] connect[ed] with another family
with the same diagnosis. We had a conversation with them to
find out a bit more about the cancer and what kind of treatment
... that we ourselves have some knowledge and something to
start with. PO4

[It] helped to link up with other parents, because you don't need
to say a lot and they understand what you are thinking, the fears,
it is different from talking to a relative. PO5

Furthermore, parents also viewed the process of obtain-
ing knowledge and practical support from nurses and local
charity organisations as helpful.

| think the nurses are very supportive. They also taught us stuff, |
think having listening ears do help. PO5

[Name of charity] helped us a lot. So we know what the progress
is. Before going for long chemo, they will inform us, so that's why
we are well prepared. PO3

Financial implications

Financial implications included the discussion of the financial
consequences of the diagnosis, and contained two subthemes;
financial strain and accessing funds. Financial strain described
the financial impact of the treatment costs on the family,
including difficulties maintaining employment and navigating
health insurance claims.

Thankfully for us, we bought insurance before he was diagnosed.
But we have met friends, other patients who were not so
fortunate . . .. And the financial strain can be quite hard for the
family. PO4

After your intensive treatment, usually you don't need to go and
stay in hospital. A lot of check-ups are outpatient, and that means
you cannot claim from insurance . . . we just have to fork out
cash. So even like, we talked about hearing aids, a set is like
$7000. So that'’s like having seven iPads. PO5

The subtheme of accessing funds included the parental
descriptions of the difficulties in accessing their medical saving
funds due to the current national policy. Parents discussed the
need for a change in legislation to allow them to access fund-
ing to get treatment for their child's cancer late effects.

With side effects, then you supposed to see oncologists, then see
the cardiologists, then the audiologists . . . so | have been seeing
more and more doctors. | just want to use my own resources,
but | need the government to open the doors for me. PO5

... If your child has cancer, you will actually need more. But
because of the limit you cannot cross certain amount, then you
will have to go to your cash savings and maybe [name of charity]
can work more closely with the authorities or the government to
feedback that there is this group of people, who perhaps can be
given a bit more flexibility on how they make use of their own
Medisave savings. P04

Discussion

This pilot study sought to explore the experiences of
Singaporean parents of childhood cancer survivors. The
results of this study revealed three main themes of intraper-
sonal impact, interpersonal connectedness, and financial
implications. Overall, the current results were consistent
with those reported in western research® and Asian stud-
ies.!” Despite cultural differences in quality of life between
Singaporean caregivers and those in western countries,® the
broader constructs of emotional and interpersonal experi-
ences among parents of children with cancer appear univer-
sal across cultures.® However, the processes by which
parents go through these experiences may differ in terms of
the way they perceive, react and cope with their child’s
cancer.’

Intra and interpersonal needs as universal
experiences

Consistent with the existing cancer literature, common uni-
versal experiences derived from this pilot study are the
intrapersonal impact (i.e. emotional factors), and the need for
interpersonal connectedness among parents of children diag-
nosed with cancer. Following the cancer diagnosis, parents
reported experiencing significant emotional distress.6!!17-20
In the current study, parents reported disrupted sleep quality,
especially in the initial period of diagnosis, trauma and ongoing
distress from caring for their child with cancer. As the child
progresses to survivorship, parents continue to report uncer-
tainty around their childs health status. This uncertainty
included the fear of physiological and cognitive late effects,
and the risk of cancer relapse. Such parental emotional expe-
riences are also reported in western?® and Asian studies.!”
Furthermore, parents from our study reported the need to
have positive thinking and hope regardless of the child’s prog-
nosis. In particular, parents also maintained hope through the
survivor experiences of other parents who are also caring for
a child with cancer. Interestingly, hope is commonly reported
in western®20 and Asian studies,'”'® suggesting that maintain-
ing hope is an indispensable coping strategy for parents of
children with cancer.

Another universal factor is the interpersonal experiences.
Parents in the current study highlighted feelings of isolation,
and the need for interpersonal connectedness with others.
Parents reported being emotionally validated through their
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interactions with other parents of children with cancer. The
sense of isolation and emotional validation by other parents
with similar experiences were consistent with those reported
by Asian studies!”'82! and those in western cultures.292% In
general, parents who are caring for their children with cancer
experienced challenges in their interpersonal relationships
with their family members and friends.

Cultural differences in psychosocial help-
seeking behaviours

Although the broader emotional and interpersonal experi-
ences were likely to be universal, there are aspects unique to
Asian cultures, which influence how Asian parents perceive,
react and cope with their child's cancer. For instance, Kim
et al.'” highlighted the cultural need for Korean parents in
general to prevent being judged negatively by others due to
cancer, termed as ‘face-saving’ (p. 3). Hence, Korean mothers
preferred not to disclose information about their child’s can-
cer and their own coping to others outside the family, such as
friends and healthcare professionals.'” This cultural concept
could be due to influences from Confucian values (refer to
Hwang,2 for a comprehensive discussion on Confucianism).
Hwang?® defined the dynamic contrasting relationship
between the two aspects of ‘face’ in Confucianism, in which
an individual strived constantly to maintain a balance between
‘preserving loss' and ‘enhancing one’s face’ In the context of
illness, the choice of revelation to others is dependent on the
individual's perception of whether the iliness is likely to dis-
rupt that perceived balance of face.2>2* As parents tended to
experience self-blame for ‘causing’ their children’s cancer?
there may be a reluctance to reveal such information to oth-
ers, to avoid the risk of negative evaluation (e.g. bad parents)
or losing face. The concept of face-saving can also be found in
other Asian cultures (e.g. Japan), atthough to varying degrees,?®
and dependent on individual differences and situational con-
text (see studies).2>2* Conversely, individuals in western cul-
tures preferred to obtain support from healthcare
professionals than their friends.2022

Interestingly, the participants in the current study appeared
to respond quite differently to other Asian cultures.'” In par-
ticular, parents found it difficult to seek the understanding of
their child’s cancer from individuals with whom they had a
prior relationship (e.g. relatives and friends), but they were
receptive towards receiving emotional support from health-
care professionals (e.g. nurses). In other words, Singaporean
parents in our study appeared to respond to their need for
social and emotional support more similarly to western than
Asian cultures. Such findings differed from what was found by
Ow'! two decades ago, in which Singaporean parents pre-
ferred receiving support from friends than healthcare profes-
sionals. Albeit speculative, the differences between the
current study and the findings reported by Ow may be due to
the impact of globalisation in the past decades, particularly
towards western acculturation,?’ and may suggest a possible
shift in the extent of influence in Confucian values; although
more studies would be required to explore this proposition.
Nevertheless, some difficulties in communicating to others
about the child’s cancer were commonly reported by parents
regardless of cultural differences.!'!17:2022

Limitation in accessing funds: concerns raised
by Singaporean parents

Although financial stress is commonly experienced by parents
of children with cancen®!7=1%22 the limitation in accessing gov-
ernment savings funds is an experience specific to Singaporean
parents. According to the current government policy in
Singapore,?® citizens and permanent residents contributed a
portion of their monthly salaries to an individual savings fund
managed by the government. These savings funds were seg-
mented into various categories for individual uses, such as
healthcare, housing and education. There are safeguards in
place for the use of such funds (e.g. type of uses and amount
to be capped), to ensure that sufficient funds are available as
the individual ages (e.g. healthcare and retirement uses).
Although government subsidies and financial support schemes
exist, parents in this study reported challenges in accessing
the savings funds that partly contributed to their financial
constraint. Some parents wondered if there could be some
flexibility in the criteria for using the savings funds to ease
their financial burden. There is a need to highlight that the
purpose of the current study is not to evaluate the current
Singapore policy regarding individual medical savings funds,
but rather to identify the challenges that parents of children
with cancer reportedly experienced in Singapore.

Clinical implications

Taking the findings of this pilot study in the context of the
existing literature, cultural differences in Singapore are
unlikely to become barriers to psychosocial interventions,
especially those experiences that are universal (e.g. emo-
tional distress, sense of isolation). However, the knowledge
of cultural differences could assist clinicians in providing psy-
chosocial interventions that are framed in the context most
relevant and easily acceptable to parents from various cul-
tural backgrounds. Importantly, cultural differences, when
acknowledged and adapted in psychosocial interventions,
would allow clinicians to support parents effectively, bypass-
ing the need for trial and error, especially in determining the
factors that are most important to parents of children with
cancer. For example, Ow!'! identified that Singaporean par-
ents placed more emphasis on their own emotional needs
(e.g. distress and grief) over other needs (e.g. financial,
information about cancer, family relationships) in the initial
phase of receiving their child’s diagnosis and up to 6 months.
The results of Ow,'" however, differed from other minority
cultures in the United States, where parents emphasised
information need (e.g. dietary and late effects), as the most
important following a child’s cancer diagnosis.?? Extrapolating
from the findings of Ow,'" when working with Singaporean
parents, clinicians could focus on emotional needs, prior to
addressing parents’ need for information and support for
family relationships. Moreover, the current study suggested
that Singaporean parents are likely to be receptive to receiv-
ing psychosocial support from healthcare professionals.
Nevertheless, cultural awareness does not preclude clini-
cians from exploring and responding to individual needs,
which may differ from cultural expectations (i.e. individual
differences).’
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Limitations/future directions

There are some limitations in this pilot study, which affects
the generalisability of the findings. First, due to our sampling
approach, we were unable to sample from a broad range of
demographics (e.g. ethnicity, socioeconomic status, cancer
type, etc.). Second, our sample size is limited and included
mostly mothers. Hence, future studies with a larger sample
size would be needed to validate the current findings, particu-
larly on the cultural influences of face-saving and psychosocial
help-seeking behaviours in Singapore. Furthermore, future
studies could also explore the experiences of children with
cancer, including their fathers and siblings to understand their
psychosocial needs. Third, similar to other studies,'”!'? this
study explored the retrospective parental experience of hav-
ing a child with cancer, which may be different from prospec-
tive experiences, and thus may contain some level of recall
bias. Nevertheless, the existing literature suggests that both
prospective'!?l and retrospective studies'”!” on parental
experiences revealed consistent findings that significant
parental emotional distress was reported, especially in the
early stages of receiving the child's cancer diagnosis.

Notwithstanding the limitations, this study adds to the
existing limited research on the experiences of Singaporean
parents with children who are cancer survivors (cf. Ow).!! In
particular, the current findings supported the need for paren-
tal emotional support at the early stages of the child's cancer.!"
Such findings are also consistent with international studies.>'?
Although further research is required, the current finding that
Singaporean parents are receptive towards receiving emo-
tional support from healthcare professionals is encouraging.
The findings indicated a need for an early and holistic parental
support programme to address intrapersonal, interpersonal
and financial need:s.

Conclusion

The psychosocial needs of parents caring for children with
cancer is an important area of research and clinical focus.
Overall, the themes identified in this pilot study revealed
some universal experiences among Singaporean parents of
children with cancer and those reported in the western and
other Asian cultures. The current findings added to the lim-
ited research on the psychosocial experiences of Singaporean
parents, such as cultural differences, financial strain and con-
cerns within the Singaporean context. This pilot study high-
lighted the need for ongoing research and the development
of an early and holistic psychosocial support programme for
parents of children diagnosed with cancer in Singapore.
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