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A B S T R A C T

Objective: Informational support is an important pillar of psychosocial care for parents of children with cancer.
Understanding the information needs of these parents may improve the provision of family-centered informa-
tional support. This paper aims to explore the information needs of Malaysian parents whose children have
cancer.
Methods: This qualitative study was conducted among 14 parents of children with cancer and 8 healthcare pro-
viders. The parents were recruited from two urban pediatric oncology centers in Malaysia. Healthcare providers
were recruited from these centers, as well as from community-based palliative care providers. In-depth interviews
were conducted based on semi-structured topic guides, audio-recorded, and transcribed for thematic analysis
using elements of the grounded theory approach.
Results: Analysis revealed three themes of information needs, which were: “interaction with the healthcare sys-
tem,” “care for the child at home” and “psychosocial support for parents”. Information needs on parents’ inter-
action with the healthcare system consisted of disease and treatment-related information, as well as health system
navigation. Information needs on care for the child at home were represented by their caregiving for basic ac-
tivities of daily living, medical caregiving, and psychosocial caregiving. Psychosocial support for parents included
information on practical support and self-care. There were differences in priorities for information needs between
parents and healthcare providers.
Conclusions: Meeting the information needs of parents is an important part of psychosocial care in pediatric cancer
care. Informational support may empower parents in caregiving for their child. The development of suitable
information resources will be invaluable for healthcare providers in supporting parents’ needs.
Introduction

Childhood cancer is an important cause of morbidity in children,
being the ninth leading cause of child disease burden worldwide.1

Common childhood cancers include hematological malignancies such as
leukemia and lymphoma, central nervous system tumors, neuroblas-
tomas, and kidney tumors such as Wilm’s tumor.2 The rapid advance-
ment of pediatric oncology has resulted in a better prognosis for cure and
survival for childhood cancers, particularly in high-income countries.
The 5-year survival rate for childhood cancers was reported to be about
80% in high-income countries.2 However, there is insufficient quality
an).
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data on outcomes for childhood cancers for low- and middle-income
countries. South Asia and South-East Asia were regions with the high-
est disability-adjusted life year (DALY) burden for childhood cancers.1

The Malaysian National Cancer Registry reported 3829 cases of cancer in
children aged 0–18 years between 2012 and 2016.3 An updated report
was not available at the time of writing.

Although childhood cancers have a relatively better prognosis
compared to cancers in adults, this does not negate the trauma or distress
experienced by parents when their children are diagnosed with cancer.
Often, the diagnosis was unexpected, and parents found themselves
swept into a whirlwind of caregiving demands from diagnosis, treatment,
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and home care while maintaining their other commitments.4 Psychoso-
cial support for parents is crucial and recognized as a priority in standards
of care for pediatric oncology.5–7 It is extremely important to support
parents in their role as a caregiver because their well-being may also
affect their children’s outcomes.

Information support is one of the pillars of the cancer supportive care
framework.8 Parents of children with cancer have information needs that
reflect their supportive care needs. Based on past studies, the information
needs of parents of children with cancer are quite extensive, ranging from
disease-related information, treatment-related information, care for their
child, practical information on resources, and coping strategies.9–11

However, most of these studies were conducted among Western pop-
ulations in high-income countries with relatively more healthcare re-
sources and presumably better health literacy. Relatively fewer studies
were conducted among Asian cultures or in low- and middle-income
countries such as Malaysia. The role of culture and availability of re-
sources could possibly influence parents’ information needs.

Provision of psychoeducation and information is one of the strongly
recommended international standards of care for childhood cancer.12 In
Malaysia, there are only 10 public pediatric oncology treatment centers.
Resources for psychosocial support are limited and vary by location. Most
centers do not have a pediatric oncology nurse to oversee the provision of
psychosocial support for the patients and their families. Psychologists are
also available only in bigger centers and largely provide services for
various other conditions besides pediatric oncology. There is great het-
erogeneity in the availability and accessibility to healthcare and psy-
chosocial services for children with cancer, particularly in suburban or
rural areas. Due to these major limitations, it can be difficult to meet the
international standards for psychosocial care, including providing regu-
lar psychosocial needs assessments and access to psychosocial
interventions.

Informational needs of Malaysians may be different from previous
studies due to the local healthcare system and sociocultural environment.
Information such as diagnosis-related and treatment-related information
may need to be individualized to the caregivers’ health literacy, culture,
and psychological readiness.9,13 Parents may benefit from the informa-
tion that assists them in navigating the healthcare system.14 Caregivers
need to be empowered during the process of information transfer.15

However, at the moment, information support for parents in most centers
is provided based on clinician judgment, and there are insufficient suit-
able materials to support the communication process. Exploring the
needs of the parents will help to develop educational materials to facil-
itate educational materials and communication.

Information needs may differ for different phases of the cancer tra-
jectory, in tandem with the evolving stress and emotional impact of
caregiving over time.16 Parents of children with cancer also have
different supportive care needs as they transition from diagnosis to
treatment.9 The cancer trajectory for their children may be categorized
into different phases of the diagnostic evaluation, primary and adjuvant
treatment, post-treatment and surveillance care, treatment of recurrence,
and palliative care.17 More insights may be obtained by eliciting the
information needs from parents over various phases of the cancer
trajectory.

Including views from healthcare providers could complement the
understanding of the information needs of parents. Healthcare providers
may perceive different information needs that may not be apparent to
parents themselves.6,18 Healthcare providers are also more aware of in-
formation regarding treatment, symptomsmanagement, or availability of
resources that could support parents. Hence it is important to include
healthcare providers’ views in exploring parents’ information needs.

Informational support may facilitate emotional support and build
resilience for caregivers of children with cancer. These may include
knowledge of how to cope with stress and self-care.19 Knowledge on how
to navigate the health system also may reduce anxiety and stress,
resulting in better emotional health for caregivers.20 Therefore, infor-
mational support is crucial for parents of children with cancer as they
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provide the necessary support for their children. Identifying parents’
informational needs will be invaluable to guide the development of re-
sources to support communication and caregiver education.

This paper aimed to explore the informational needs of parents of
children with cancer receiving care from two public pediatric oncology
centers in Malaysia. The research question to be addressed by this study
was “What are the information needs of Malaysian parents of children
with cancer?”

Methods

A qualitative approach was selected to explore the informational
needs via semi-structured in-depth interviews. This qualitative study
used elements of the grounded theory approach proposed by Charmaz.21

These included theoretical sampling, reflexivity, use of constant
comparative methods, and interpretive constructivist approach in anal-
ysis. No underpinning theory was used during analysis, but data were
used to generate theory. The theory is defined as a big idea that organizes
many other ideas or concepts to define and explain phenomena.22,23 In
line with the study objectives, this study aimed to generate a theory to
provide an in-depth description and explanation about the informational
needs of parents of children with cancer.

The study was conducted at two public pediatric oncology centers.
One is the national tertiary referral center for pediatrics under the Min-
istry of Health Malaysia. The other center is a teaching hospital under a
public university. These two centers were different in caseloads and
availability of supportive care services such as pediatric palliative care
and child psychology support. Treatment costs were fully subsidized in
the first center, whereas in the second center, it was only partially
subsidized.

This study obtained ethical approval from the Medical Research
Ethics Committee for both institutions (Approval No. JEP-2020-550 and
NMRR-20-1636-55775). All participants provided written informed
consent to participate in this study.

Participants for this study included parents of children diagnosed
with cancer and various healthcare professionals involved in providing
care for children with cancer. The inclusion criteria for parents recruited
for this study included their child receiving treatment from the two study
sites, ability to understand and converse in Malay or English language.
Care was taken to sample participants from a variety of childhood cancer
diagnoses (such as hematological and solid tumors) and at various stages
of the cancer trajectory. Parents were excluded if they felt emotionally
unprepared for an interview. Healthcare professionals who were
included in this study had to be providing care for children with cancer
within the preceding 1 year. Sampling was also varied to include
different levels of work experience, different professions (doctors, nurses,
pharmacists), and settings (hospital or community-based). A pharmacist
involved in the process of medication counseling for pediatric oncology
parents was interviewed. Community-based healthcare professionals
were recruited from nongovernmental organizations providing commu-
nity palliative care to both adults and children. They provided supportive
care to families of children with cancer discharged to the community who
may be concurrently receiving active treatment or end-of-life care. Their
input was valuable as they were able to observe how families functioned
in their home settings without close supervision or support of healthcare
staff, unlike in the hospital setting.

Participants were sampled using purposive sampling to obtain
maximum variation. Parents were approached in the pediatric oncology
wards of both centers. Interviews with parents were conducted face-to-
face in a quiet area in the pediatric oncology ward. Interviews with
healthcare providers were done either face-to-face or via an Internet
voice call due to social restrictions posed by the coronavirus disease 2019
(COVID-19) pandemic. There were no nonparticipants present during the
interviews. These interviews were semi-structured based on the topic
guide in Table 1. Each interview lasted between 35 min and 80 min. All
participants were informed beforehand that the interview would be



Table 1
Interview topic guide.

Topic guide for parents
� Can you share about what information/training that you have received regarding

your child’s cancer? How adequate is the information that you have received so far?
� What additional information related to care for your child would you like to have?
� How would the information help you in providing care for your child at home?
� What are your greatest concerns about providing care for your child after discharge?
� After discharge, how would you obtain additional information related to caring for

your child at home?
Topic guide for hospital-based healthcare providers
� What are the essential information that needs to be given to parents, especially

before the child is discharged home?
� What are the common issues or concerns that arise after the child is discharged

home?
� What information or support can help address these issues after the child is

discharged home?
� What are your suggestions for improving support for parents’ informational needs?
Additional questions for community-based healthcare providers
� What information do parents need to care for their child after discharge?
� What are their greatest needs for information in providing care for the child at

home?
� How can parents be better supported to provide care for the child at home?
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discontinued if they felt too emotionally distressed by the interview
process. However, all participants were able to complete the interviews
without problems.

Data collection was conducted from October 2020 until March 2021,
when thematic data saturation was achieved. This was done through
concurrent analysis of the data during the data collection phase. The
interviews were conducted by a primary care physician trained in qual-
itative interviews, who had no influence on the children’s treatment and
no prior knowledge of the parents prior to study recruitment. This was
important to prevent bias during the interview process. Preliminary
themes noted from the interview were recorded in the memos after each
interview. This was further confirmed after thematic analysis. Data
saturation was achieved when no new themes emerged despite inter-
viewing participants from different characteristics. Field notes were
written by the principal researcher during and after the interviews. The
interviews were audio-recorded and transcribed for thematic analysis
using Nvivo by QSR International Ltd. The transcripts were transcribed in
the language of the interview by local bilingual transcribers proficient in
Malay and English.

Analysis was done using constant comparative methods to identify
related concepts to form meaningful themes and categories. These
themes and categories were recorded in a codebook that evolved during
data analysis. All coding was done by the principal researcher, as this was
part of her doctoral project, and thus no inter-rater agreement analysis
was done. The researcher, being proficient in both Malay and English
languages, coded the transcripts in both languages.

Themes and categories identified from the analysis were recorded in a
codebook. These categories were assigned descriptions and representa-
tive quotes to guide subsequent coding. Open coding was done for the
first round of analysis without using a predetermined theoretical
framework.24,25 Subsequent rounds of analysis employed axial coding
and theoretical coding. The Supportive Care Framework was used as an
initial guide for theoretical coding, but care was taken not to restrict the
emergence of new themes within this framework.8 This allowed new
theory or explanation to surface beyond the selected theoretical
framework.

The coresearchers comprised two pediatric oncologists, a pediatric
palliative pediatrician, a senior consultant pediatric clinical geneticist,
and a senior consultant family medicine specialist with experience in
running a cancer education resource center. They evaluated the codes
and relevant participant quotes, as well as the descriptions assigned to
each code, based on their content expertise, clinical and work experience.
Any disagreements were discussed openly by providing justifications,
and a consensus was obtained for the final decision. Reflexivity was
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maintained by recording field notes and memos during the process of
interviews and analysis. Reflexive memos during analysis also helped to
shape the emerging theory and to ensure that the analysis was not
overshadowed by the theoretical framework or personal biases. The
coding structure was then illustrated using concept maps to facilitate
visualization.

Results

A total of 14 parents and 8 healthcare providers were interviewed in
this study. Table 2 shows the characteristics of participants in this study.
The informational needs were clustered into three main themes that were
related to parents’ main roles of caregiving (Figure 1 for the theme
structure and Table 3 for the descriptions and quotes of the subthemes).

Interaction with the healthcare system

In their interaction with the healthcare system, parents needed in-
formation regarding the disease, treatment, and how to navigate the
healthcare system. These are essential information that are normally
provided by healthcare providers when the diagnosis of cancer is made.
Information regarding the disease and treatment are essential for the
decision-making process about treatment.

“Yes, the doctor gave us details. Gave details, told us about it, and we
asked a lot of questions about what is acute lymphoblastic leukemia (ALL),
how leukemia happens, what causes it.” – C04, father of a boy with ALL.

Parents often sought this information from other sources when they
found it difficult to understand or needed more details.

“So like I am still searching for what is leukemia. So I ask mothers of other
patients.” – C02, mother of a girl with acute myeloid leukemia (AML).

Health system navigation refers to information on how parents can
access the health system effectively and reduce barriers to healthcare
services. Categories in this theme included access to supportive care
services, a contact point for emergencies, familiarizing with the hospital
setting, follow up and monitoring, obtaining medications and suitable
equipment. Parents reported that the healthcare professionals were
instrumental in letting them know about the availability of these services.

“The doctors advised me. Since I didn't have a car, no transport. It’s better
that you stay here [at the transit home]. So I stayed. If not, I wouldn’t know
[this was available].” – C05, mother of a girl with ALL (transit
accommodations).

Finally, it is important to help parents to understand the roles of
different healthcare professionals in the care of their child. Parents may
face difficulties obtaining the support they need if they do not approach
the right healthcare professional for help. Parents also had to understand
the limitations of services so that they can make the right judgment on
where to seek help for their child.

“It would be very helpful if they can explain what is the difference between
the PC [palliative care] team in the hospital and the PC team in the commu-
nity. What are the limitations the community team may face …” – HCP06,
community palliative care doctor.

Care for the child at home

This was an important theme that encompassed the parents’ care-
giving tasks for the child who was diagnosed with cancer. Information
related to this theme was necessary for parents to support them in per-
forming relevant caregiving tasks and observing the necessary pre-
cautions, particularly when their child has been discharged home. Often
the process of learning and caregiver training began while their child was
still in the ward. Parents had to achieve a minimum acceptable level of
competence before their child could be discharged home safely.

“Before going home.. need to learn how to clean it [central venous line]. If
we don't pass that, cannot go home. Once we pass, then we can go home.” –

C07, mother of a girl with neuroblastoma.



Table 2
Participant characteristics.

Caregiver Relationship to child Ethnicity Child’s age Child’s diagnosis Child’s treatment phase

C01 Mother Kadazan 2y 7m AML Induction phase chemotherapy
C02 Mother Malay 5y 4m AML Induction phase chemotherapy
C03 Both parents Malay 11y ALL Maintenance phase chemotherapy
C04 Father Malay 8y ALL Maintenance phase chemotherapy
C05 Mother Indian 3y ALL Maintenance phase chemotherapy
C06 Father Malay 11y Hepatoblastoma Post-surgery, on chemotherapy
C07 Mother Malay 4y Neuroblastoma Completing chemotherapy, planned for surgery
C08 Mother Malay 13y Osteosarcoma Chemotherapy, planned for surgery
C09 Father Indian 15y Osteosarcoma Post-surgery, on chemotherapy
C10 Mother Malay 11y Germ cell tumor Chemotherapy, planned for radiotherapy
C11 Mother Malay 8y Pontine glioma Palliative radiotherapy
C12 Mother Chinese 8y Pontine glioma Palliative radiotherapy
C13 Father Chinese 12y Lymphoma Relapse, on chemotherapy

Healthcare provider Role Setting Work experience with pediatric cancer patients

HCP01 Pediatrician Hospital 10 years
HCP02 Postgraduate pediatric trainee Hospital 5 years
HCP03 Palliative nurse Community 7 years
HCP04 Palliative nurse Community 7 years
HCP05 Postgraduate pediatric trainee Hospital 10 years
HCP06 Palliative doctor Community 10 years
HCP07 Pharmacist Hospital 5 years
HCP08 Registered nurse Hospital 7 years

AML: acute myeloid leukemia; ALL: acute lymphoblastic leukemia
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The scope of caregiving includes caregiving for basic activities of
daily living, medical caregiving, and psychosocial caregiving. Most par-
ents were already providing caregiving for basic activities of daily living
but needed to tailor it to the child’s diagnosis of cancer. This was more
evident when the disease has resulted in the child’s dependence on these
activities, such as when the child has neurological impairment due to the
cancer or complications of treatment. Parents frequently wanted to know
what food their child could take as it is part of their main responsibilities
as a parent.

“I searched for food for cancer patients sometimes.. I searched for ‘ALL’,
the type of cell, and fruits. Like strawberries or other berries, can they take it.. I
check for that in websites.” – C05, mother of a girl with ALL.

Parents had to adapt and learn medical caregiving almost immedi-
ately upon diagnosis. They had to know how to manage medications,
prevent infections, and perform tube care and other home nursing ac-
tivities, or manage symptoms at home. Of particular importance was the
need to recognize situations that warrant emergency or urgent medical
care for their child. This would ensure that appropriate medical care is
sought without delay.

“The doctor did tell me, if you feel your child seems ‘off’, like too tired, you
see, if you see that she is very pale, or unwell, call first, call the ward and
inform. Consult the doctor.” – C05, mother of a girl with ALL.

Being a good parent for a sick child is extremely challenging.
Parenting a sick child involves the provision of psychosocial support for
the child, besides meeting the child’s physical needs. This theme
included learning how to talk to the child about their sickness, treatment,
and difficult topics such as death. It also involved how parents could
support their child emotionally and manage potential behavioral issues,
which may be related to the disease process or treatment. Schooling and
education, as well as maintaining their child’s social health, was also part
of psychosocial caregiving.

“I told her [my daughter], she needs to be patient, it's the effect of
chemotherapy, you will lose your hair, no appetite. If you don't feel like eating
a lot, you still have to eat a little. Your hair will drop. They will grow back.” –
C07, mother of a girl with neuroblastoma.

Psychosocial support for parents

Psychosocial support refers to the provision of support to meet the
psychological and social needs of the parents. Parents had to fulfill other
roles and demands in life besides providing care for their child. This
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included their responsibilities to other children, family members, work,
and their social circle. Information on how to obtain practical support
needs are needed to assist parents in balancing these other re-
sponsibilities with caregiving for their sick child. This may include
childcare for siblings, financial aid for medical and living costs, ar-
rangements for leave from work, and temporary accommodations for
those staying far from the treatment centers.

“Some of them have financial difficulties. They need to consider who will
help to take care of their other children, who will work to earn income.” –

HCP05, postgraduate pediatric trainee doctor.
Parents would also benefit from information about self-care, which

encompassed possible coping strategies when faced with stress, how to
maintain their own physical health, and to arrange for respite care. This
information would help parents to keep their family and themselves
intact throughout their journey of childhood cancer. A few parents
mentioned the importance of being strong for their sick child.

“The strength is within us. Because if we stay negative, we will just cry.
When we cry, our child is already big, she understands why we are crying. She
will ask, and she will become [emotionally] down. We don't want that.” –

C07, mother of a girl with neuroblastoma.
Among the various coping strategies for self-care, faith-based beliefs

and practices were frequently mentioned by parents.
“Whatever it is now, we can only pray. We can only pray to Allah. For that

is all we can do.. Because he allowed this sickness, he is able to cure it. That's
all.” – C08, mother of a boy with osteosarcoma.

Distribution of subthemes across participants

The distribution of codes for various subthemes across participants
is displayed in Figure 2. Codes are basic units of qualitative data. They
are not uniform in terms of spread. Figure 2 shows that both parents
and healthcare providers talked equally about treatment-related in-
formation and medical caregiving for the child. However, codes
related to health system navigation were mentioned more frequently
by healthcare providers and less by parents. Conversely, information
related to psychosocial issues, including psychosocial caregiving for
the child and psychosocial support for the parents, were more
frequently mentioned by the parents and less by the healthcare pro-
viders. This provides evidence of data triangulation and that the two
categories of participants had slightly different priorities regarding
parents’ information needs.



Figure 1. Theme structure.
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Discussion

The findings of this study reveal that parents’ information needs can
be mapped to the main areas of their roles as caregivers for their children,
which were their direct contact with the healthcare system, various forms
of caregiving for their child at home and psychosocial support that
enabled them to provide care for their child. These information needs
also reflect their supportive care needs for their child’s cancer journey.
Healthcare providers and parents had some differences in prioritizing
information needs. In general, healthcare providers mentioned infor-
mation needs related to treatment, navigation of healthcare system, and
medical caregiving for the child. Parents expressed information needs
across the three main themes related to their roles that included other
aspects of psychosocial care for their child and self-care.
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The information needs of parents in Malaysia were similar to what
has been reported in prior literature.26 Disease-related and
treatment-related information are needed for decision-making regarding
their child’s treatment.27,28 However, these information should be
communicated in easily-understood terms and with empathy for parents’
emotional distress.10,29 It is also important for healthcare providers to be
able to maintain parents’ hope while communicating information with
honesty and transparency.18 The way information is communicated, is
therefore, essential to meeting the parents’ needs. If these information
needs are not adequately addressed, parents will seek information from
other sources such as from other parents. While peer support can be a
valuable source of information, caution is needed to ensure that only
accurate information is provided. Misinformation or sharing of unproven
therapies may result in potential problems such as chemo–drug



Table 3
Themes, subthemes, and participant quotes.

Theme and
description

Subthemes Description of subthemes Selected participant quotes

Interaction with
the healthcare
system
Information
regarding the
disease,
treatment, and how
to navigate the
healthcare system

Disease-related information
� Diagnosis and tests
� Disease symptoms
� General disease information
� Prognosis
� Risk factors

Information related to the disease Clinicians have to be very, how do we put it, very understanding and
this and explain to the most basic level so that the parents do understand
what this diagnosis means. If medulloblastomas, who does it mean?
Where is it located? And what can it implicate? What can it affect and
how will the progress be like? – HCP06 General disease information
I see, what symptoms were present before this, in my child. Then I try to
remember, did my child have them before this? Or did we not realize or
forget? – C05 Disease symptoms
I tried to search for my child’s diagnosis of hepatoblastoma. From the
percentage, 90% of those who underwent surgery and chemo, will
usually recover, based on my search. – C06 Prognosis

Treatment-related information
� Chemoport and central lines
� Complementary and

alternative treatment
� Cost of treatment
� Effectiveness of treatment
� Long term complications
� Treatment decision-making
� Treatment modalities
� Treatment plans
� Treatment adverse effects

Information related to treatment They will sometimes… not always… they will sometimes tell us things
like, “Ah yeah! There’s another kid also with similar condition and
hospice also seeing.. and he was trying this alternative treatment, and it
has.. it seems to be quite well.” – HCP03 Complementary and alternative
treatment
Because the doctor said the condition was serious, and so that my child
can recover quickly, I was willing to agree for surgery and for
chemotherapy – C06 Treatment decision-making
Each time the doctor gives the medications, she will explain.. okay, for
example, if they give MTX, he will get ulcers, so he will need to gargle
and clean his mouth regularly. – C03 Treatment adverse effects

Health system navigation
� Access to supportive services
� Emergency contact
� Familiarizing with hospital

setting
� Follow up and monitoring
� Obtaining medication supply
� Obtaining suitable medical

equipment
� Understanding the role of

different healthcare
professionals

Information on how parents can access the
health system effectively and reduce barriers
for healthcare services

If they have PT/OT [physiotherapist or occupational therapist], can they
suggest something that is practical and something that’s more practical
to the parents since they have kids, right? Maybe like stroller or any
other equipment that they might have known? – HCP03 Obtaining
suitable medical equipment
Some parents don’t know the importance of coming for follow ups…
You need to like explain to them, they can’t really like stop the
medications on their own, right? – HCP08 Follow up and monitoring
It would be very helpful if they can explain what is the difference
between the PC [palliative care] team in the hospital and the PC team in
the community. What are the limitations the community team may
face… – HCP06 Understanding the role of different healthcare professionals

Care for the child
at home
Direct caregiving for
the sick child

Basic activities of daily living
� Diet and nutrition

Behavioral issues related to
feeding

� Bathing and personal hygiene
� Positioning, transfer, and

mobility

Caregiving related to the child’s basic needs
for daily living

I asked the doctor about diet. The doctor told us, can give any food, but
some types like vegetables need to be cleaned thoroughly and cooked
properly. Cannot eat vegetables that are partially cooked or soft-boiled
eggs. – C02 Diet and nutrition
Worried of vomiting if she doesn’t want it [the food]. If we force, she
may totally refuse to eat. This will disturb her meals. So, to get her to eat,
we get the vegetables that she will eat. – C06 Behavioral issues related to
feeding
So once I bring my child home, then where do I put him or her, how do I
position him or her, you know. If let’s say for feeding, what do I do? And
then, if let’s say, they’re uncomfortable, then how do I make them more
comfortable using whatever I have at home? – HCP04 Positioning,
transfer, and mobility

Medical caregiving
� Home nursing and tube care
� Managing symptoms at home
� Medication management
� Physical restrictions
� Preventing infections

Caregiving related to child’s medical and
healthcare needs

If at home, we have to clean it ourselves. So at the hospital, the doctor
will say, before you go back, when she was first admitted, before you go
back, you need to learn how to clean it. If you don’t pass, you cannot go
home. – C07 Home nursing and tube care
Which symptoms they need to panic? Which symptoms may not need so
much of panicking? When do you need to rush to the hospital and when
it can be handled at home? – HCP06 Managing symptoms at home
What we needed to know were the timing for the medications, because
we need to know about the medications.. we needed information on
how much is the dose, how to keep the medications, so these things are
important to us – C04 Medication management
We did not simply accept visitors right now. Even if neighbors wanted to
visit, we said for now, we said it nicely.. I told them we don’t want to
accept visitors yet because my child is still in poor condition. They
understand. – C04 Preventing infections

Psychosocial caregiving
� Parenting a sick child
� Schooling and education
� Social interaction

Caregiving related to the child’s
psychological and social well-being

The parents’ roles, in handling whatever issue regardless whether it’s
education or whatever.. the main are the parents, not teachers, not
doctors.. Doctors only help but the main role is the parents’.. – C04
Parenting a sick child
The doctors did explain that at the moment he can’t go to school,
because he has many hospital appointments. Daycare once a week. After
that, chemotherapy three times a week right? – C08 Schooling and
education

(continued on next page)
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Table 3 (continued )

Theme and
description

Subthemes Description of subthemes Selected participant quotes

Psychosocial
support for parents
Provision of support
to meet the
psychological and
social needs of
parents of children
with cancer

Practical support needs
� Care for other siblings
� Maintaining family integrity
� Financial aid
� Household help
� Income and employment
� Temporary accommodation
� Transport

Tips or advice to obtain practical support. His younger sister also needs my care. If I come here, who will take care
of my other children? My sister is around, it’s easier for me. She takes
care of them at home. – C09 Care for other siblings
Sometimes, if we don’t have to bring him along, my husband and I come
on a motorcycle. I only rode the motorcycle... Sometimes, if we need to
bring him, then we need a car. And if we take the car, we need to find
parking... – C08 Transportation

Self-care for caregivers
� Caregiver coping strategies for

stress
� Physical health
� Respite care

Tips or advice on maintaining own health to
enable parents to continue caring for the
child

If we are not strong, don’t take care of ourselves, how can we show to
our child, so that she will be strong, right? If we just become like
children and cry, our child will become weaker right? Even weaker. –
C06 Caregiver coping strategies
Thank God, I have a strong daughter here. If not, I don’t know what to
do. That’s why every day, morning, I wake up, I pray to God … my
daughter [will] always [be] strong.. and can go through and face this
kind of treatment. That’s what I always pray for.. she [will] always [be],
every day, healthy, strong. – C13 Caregiver coping strategies/Faith
based beliefs and practices
Find out who’s the next best caregiver at hand. You have to ask them to
take turns, take time off and relax. Some, especially mothers, it’s very
difficult to say this to them. When we tell them to take time off, they find
that it’s very non-virtuous. They find it sinful in fact, to leave their child
in that condition to take a break. – HCP06 Respite care
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interactions.30 Communication training for healthcare providers is
therefore important to enable effective information support for parents.
Culturally appropriate educational materials in the local languages are
needed to facilitate understanding by local parents.31

Navigation of the healthcare system is focused on enabling access to
healthcare services.32 However, navigation in cancer care is often dis-
cussed and studied in the context of poor and under-served pop-
ulations.20,33 The current study findings suggest that participating
parents had low awareness of how the healthcare system works in their
child’s cancer care and the availability of supportive services. Most of the
quotes for this theme came from the healthcare providers, who were
more aware of the various services that parents may need and the overall
picture of how healthcare is to be provided for the child. Recognizing the
roles of different healthcare providers may also enable parents to seek
out the right person for advice or information.34 A compilation of
available resources according to locations would thus be helpful to sup-
port both healthcare providers and parents. Parents should also be
introduced to the various healthcare professionals in the team and their
roles. Compiling resources according to locations could highlight gaps in
the availability of resources, particularly community-based resources
such as pediatric home nursing. This should be seen as an opportunity for
service development in specific communities or locations.

Care for the child at home is a broad theme, which encompassed
many caregiving tasks that parents must perform at home. Parental
training on medical caregiving is standard care for children with can-
cer.26 All parents were given core medical caregiving information,
especially on recognizing emergency situations, infection prevention,
medication management, and tube care.26 Parents in this study were able
to give examples of such information, demonstrating that they have
understood it well. Parents may also use the knowledge to teach their
children self-care. This could be beneficial to empower children in
general.35

Other aspects of caregiving such as nutrition and caregiver support
were considered secondary or tertiary topics in guidelines for cancer
parent education.26 Most parents in this study talked about wanting to
know what kind of food can or cannot be given to their child, despite
guidelines ranking diet as a secondary topic. Again, when information is
not sufficient, parents may turn to the web for more information. Its
importance may be related to the fact that preparing food for their child
is a core caregiving task that was most frequently performed by parents.
Food also has a culturally important meaning as Asian parents believe
that it plays an important role in helping the child fight the illness.36
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Certain food may contribute to healing and restoration in local cultural
belief.30 Hence, healthcare providers would need to be prepared to deal
with parents’ questions pertaining to diet for children with cancer. Dis-
cussions on appropriate food for the child should not be limited to the
calorie and nutrition requirements but also on how to build up the child’s
capacity to recover and tips on how to manage their eating behavior.
Dietary advice should consider parents’ cultural beliefs. Dietitians can
provide invaluable support to meet this information need.

The subtheme of psychosocial caregiving shows that parents may
benefit from guidance on parenting a sick child. Parents typically aim to
become good parents to their children. When their child is sick, their role
as parents would include being the decision-maker, companion,
comforter, advocate, and protector.4,37 However, when their child is
suffering from cancer, the parents often face the dilemma of having to
provide care that is distressing to their child but simultaneously com-
forting them.4,38 Optimal parenting in the context of children with cancer
can be confusing as parents struggle with overprotection or permissive-
ness, use of discipline and concern for the child’s stress levels.39 This
aspect should be explored further in future research. Parents may benefit
from understanding the emotional needs of their child who is facing
cancer and the treatment process. Empowering parents to provide
appropriate psychosocial support for their child could contribute to a
better quality of life for the child in the longer term.40

To provide care for others, one must first take care of oneself. This
was reflected by the final theme, where parents needed information on
psychosocial support for themselves. While parents care for the child
with cancer, they are not freed from other demands and responsibilities
for other members of the family and their jobs.38 Being a caregiver for
their sick child placed additional stress on these other responsibilities.
Parents may need to negotiate for support from others, such as their
extended family or employers. They also had to secure additional re-
sources to support the process of caregiving during their child’s treat-
ment. A family conference may be useful to facilitate problem-solving
and identify sources of support from their social network. It is also
important to highlight self-care for parents, as many tend to neglect
themselves as they addressed the intense caregiving needs of their
child.38 One of the healthcare providers who was interviewed high-
lighted the need to purposefully introduce the concept of respite care for
parents who are facing excessive caregiving burdens (Table 3). The
concept of self-care need to be emphasized to improve parents’ ability
and self-efficacy for coping, as this will contribute toward their own
health and well-being.41
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Parents in this study also reported using religious practices, accep-
tance, and planning as one of their coping strategies.42,43 They shared
about the role of their faith in God and how this belief helped them to
accept the situation. Their faith also provided them with hope that things
will be better. While faith-based practices are part of their repertoire of
coping strategies, it may not be an explicit information need. Parents may
seek guidance from their respective spiritual leaders rather than from
healthcare providers. However, healthcare professionals need to be
aware of religious concepts that shape the parents’ understanding of the
meaning of their child’s illness. This is an important cultural aspect in a
multi-ethnic population in Malaysia. Spiritual care training for health-
care providers may be useful for psychosocial support in general.44

There were differences between parents’ and healthcare providers’
priorities for the information needs. As mentioned above, healthcare
providers were more familiar with how the healthcare system works and
would be better positioned to recommend supportive services. Themes
regarding psychosocial information needs were more frequently
mentioned by parents compared to healthcare providers. This suggests a
need for healthcare providers to provide more informational support for
psychosocial issues, as recommended in international standards for psy-
chosocial care.12 Examples of such information may include how parents
can support the child emotionally, guiding parents in problem-solving to
obtain the practical support needed to facilitate the child’s treatment and
maintain the integrity of their family.45 Parents also benefit from in-
terventions that can help them cope with the stress of the situation.
Development of psychosocial interventions forMalaysian parents would be
invaluable to support them through their child’s cancer journey.12

This study did not intend to use qualitative content analysis. How-
ever, the frequencies of codes mentioned by parents and healthcare
providers do suggest that healthcare providers and parents talk about
different issues. Codes for almost every theme were found in the in-
terviews of all study participants, demonstrating thematic saturation.
However, the codes are uneven in terms of spread and are not fully
representative of the perceived importance of the themes to each
Figure 2. Distribution of co
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participant. The purposive sampling method for qualitative research also
makes this not generalizable to all pediatric cancer parents. Therefore,
the differences in priorities for information needs should be confirmed by
future quantitative studies on a representative sample.

Much focus is given to meeting the information needs related to the
parents’ interaction with the healthcare system and medical caregiving.
There is no doubt that at the initial phase of diagnosis, the needs for
disease and treatment-related information are crucial for decision-
making. Multidisciplinary care coordination and preparing parents for
medical caregiving is also an early priority. However, the other infor-
mation needs are also important in preparing parents for their role as
caregivers. Parents may rely on guidance from “experienced parents”’
through formal or informal parent support groups, or in the Malaysian
context, their extended social support network consisting of family
members, friends, and community. It may be worthwhile to develop
peer-reviewed and validated resources to meet these information needs
as part of standard psychosocial support for parents of children with
cancer. These resources will be of value for both healthcare providers
who provide care for the child, as well as parents themselves.

The information needs of parents in this study appears to have some
similarities to Clark’s conceptual model on self-management of chronic
disease among older adults.46 Similarities include care for the child at
home, such as symptom management, medication management, and
nutritional needs. Other similarities include the psychosocial needs of
dealing with the emotions related to the illness, communication with
healthcare providers, seeking information, and adapting to life. Howev-
er, in this study, parents are caregivers for their child, not managing their
own illnesses. Their informational needs are related to their child’s
medical and psychosocial needs, as well as their own needs. Therefore,
the findings of this qualitative study represent caregivers’ informational
needs in the context of childhood cancer, which is slightly different from
the self-management model for older adults. The informational needs of
these parents encompass not only medical information but information to
support them to be able to confidently self-manage their child at home.
des across participants.
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Provision of informational support can be strengthened by allocating
specific staff to provide psychosocial support. Most pediatric oncology
centers in Malaysia do not yet have specialized pediatric oncology nurses
who can play an important role in coordinating psychosocial support and
providing necessary informational support for parents.47 Even psycholo-
gists and counselor services are shared with various other pediatric disci-
plines. As such, the provision of psychosocial support for parents of children
with cancer can be further strengthened by training specific staff for psy-
chosocial care. Engaging parent support groups can also assist in meeting
the needs of psychosocial care when healthcare resources are limited.

Strengths and limitations

This was the first qualitative study on information needs among pe-
diatric cancer parents in Malaysia. Care was taken to ensure the credi-
bility and trustworthiness of the study. This study included both parents
of children with cancer and healthcare providers to provide data trian-
gulation, giving an all-rounded view of parents’ information needs.
Parents of children with different diagnosis categories (hematological
cancers and solid tumors), at different phases of the cancer trajectory
were interviewed, thus providing a broad variety of information needs.
Healthcare providers from a variety of settings, both hospital and
community-based, and from different professions, were also included in
this study.While the findings cannot be generalized due to the qualitative
study design, it provided the breadth of information needs of the parents
from different angles. Other measures to ensure the study’s trustwor-
thiness included ensuring researcher reflexivity through reflexive memos
and peer checking. This study was limited by the recruitment of partic-
ipants from the two centers and non-governmental organizations in the
same city in central Malaysia. More studies are needed to explore
whether the information needs of parents from other regions in Malaysia
are different. The distribution of codes across participants should be
interpreted with caution as codes are different in terms of spread and
would not be representative of the overall importance of themes to the
general population of parents.

Conclusions

In conclusion, Malaysian parents of children with cancer have a wide
scope of information needs that are closely related to their role as care-
giver and their supportive care needs. The findings of this study suggest
the need to improve the provision of informational support by healthcare
providers, particularly for psychosocial information needs. Educational
resources to support parents’ information needs are required to facilitate
the provision of information to parents. They will be invaluable for
assisting parents in dealing with the various challenges in caregiving for a
sick child. Future research to develop evidence-based resources for in-
formation support is therefore needed. These resources should also be
developed to suit the local sociocultural and healthcare system context.
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