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a b s t r a c t

Objective: Unmet supportive care needs(SCNs) impact pediatric cancer patients and their parents. This
study aimed to explore the unmet SCNs from the perspective of Chinese children with cancer and their
parents through lived experiences.
Methods: The data of this study was collected using face-to-face semi-structured interviews. The par-
ticipants were recruited from the oncology units of three children’s hospitals in China’s cities (Shanghai,
Guangzhou, and Hefei) from October 2020 to December 2021. Data were analyzed using Colaizzi’s seven-
step phenomenological analysis method.
Results: Eight pediatric cancer patients and twenty-four parents were enrolled in the study. Four main
themes and eight subthemes (both children’s and parent’s perspectives) were generated: 1) meeting the
ongoing needs along the cancer trajectory (can you tell me what comes next; our needs are growing); 2)
communicating with a family focus (they only talk to my parents; let each family member have a voice);
3) providing care beyond the treatment (I am bigger than my body [the children’s needs for emotional
consolidation and information about their prognosis]; there are things beyond treatment); 4) getting
support from the community (I am not a monster [the children were unhappy about being treated
differently]; we want to connect with the resources near us).
Conclusion: This study revealed multiple unmet SCNs from the perspective of Chinese children with
cancer and their parents. The findings call for comprehensive and in-depth supportive care beyond
treatment, integration of the family member voice in pediatric cancer care, and a coordinated pediatric
cancer support mechanism in the Chinese healthcare system.
© 2022 The authors. Published by Elsevier B.V. on behalf of the Chinese Nursing Association. This is an
open access article under the CC BY-NC-ND license (http://creativecommons.org/licenses/by-nc-nd/4.0/).
What is known?

� Pediatric cancer patients and their families experience unmet
supportive care needs (SCNs) that may impact their physical-
psychosocial well-being.
What is new?

� This study revealed the multiple unmet SCNs from the
perspective of Chinese children with cancer and their parents.
ing Association.

B.V. on behalf of the Chinese Nursi
� There is a need for supportive care beyond treatment, integra-
tion of the family member voice, and a coordinated pediatric
cancer support mechanism in the Chinese healthcare system.
1. Introduction

There are about 400,000 children and adolescents diagnosed
annually with cancer all over the world [1]. The estimated age-
standardized incidence rate for pediatric cancer in China is 87.1
per million [2]. Though mortality in pediatric oncology has signif-
icantly declined, the profound impact of cancer diagnosis and
subsequent treatment cannot be overlooked. Reported challenges
across the pediatric cancer continuum include but are not limited
to treatment-related symptoms and side effects [3], psychological
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morbidity [4], challenged transition to adult medical care [5],
impaired family function [6], social isolation [7], etc. However,
these children’s and their families’ varied needs are not always fully
recognized and addressed in clinical practice throughout their
cancer journey.

Supportive Care Framework for Cancer Care is a widely recog-
nized theory used to examine patients’ unmet supportive care
needs (SCNs), which is conceptualized to comprise physical, psy-
chological, emotional, practical, informational, spiritual, and social
elements [8]. Identifying unmet SCNs, i.e., the discrepancy between
patients’ concerns and their care, facilitates the development of
targeted patient-centered care interventions [9]. Cancer patients
are recognized as those with high levels of unmet needs [8]. Sys-
tematic reviews (mostly on the adult population) have suggested
high levels of concurrent unmet SCNs across different cancer types
and stages on the cancer care continuum [9e11]. However, there is
limited research reporting evidence regarding the patients’ and
families’ understanding and lived experiences related to unmet
needs.

In pediatric oncology, providing adequate supportive care is
important to improve the quality of life in childrenwith cancer [12].
The perspective of children and their parents is most valued to
assess unmet SCNs. Unlike clinicians who tend to solve somatic
issues, children’s and parents’ unmet needs are closely linked to
their daily experiences [13]. Existing literature has highlighted
high-level unmet needs in emotional support, communication,
information supply, and psychological care reported by pediatric
cancer survivors, family caregivers, and bereaved parents [14e16].
A cross-sectional study investigated Indonesian parents of hospi-
talized children with cancer using the Supportive Care Needs Sur-
vey. This study found that the unmet needs of the parents were
complicated, with needs in terms of information support being the
highest [14]. Likewise, a study conducted on a similar scale re-
ported information needs as the highest unmet need for caregivers
of childhood brain tumor patients in England. However, the cancer
survivors reported that most unmet needs were mainly in the
psychological domain (e.g., anxiety, uncertainty, and depression)
[15]. Meanwhile, a qualitative study explored Australian bereaved
parents’ experiences and unmet needs for palliative and supportive
care throughout their child’s illness. The findings highlighted the
need to keep children engaged in the decision-making process and
the delivery of sensitive developmental care [16]. Nevertheless,
there is still a lack of adequate evidence regarding the true un-
derstanding that this particular population has unmet SCNs
through the lens of their own experiences. More qualitative data
may facilitate a more in-depth understanding of this topic, which
may urge the development of early intervention and service de-
livery in pediatric oncology.

Regarding the Chinese population, a recently published sys-
tematic review, guided by the Supportive Care Framework for
Cancer Care, identified health systems and information as the most
prevalent area of unmet SCNs reported by migrant and native
Chinese adult cancer patients and caregivers [17]. The authors
suggest a lack of data from the patients’ and caregivers’ perspec-
tives. Another study examined parents’ perspectives on healthcare
services during their children’s hospitalization. This study identi-
fied various unmet Chinese family needs, e.g., warm and supportive
attitudes, competent care, adequate information, a comfortable
environment, and catering support [18]. More evidence needs to be
made available about the SCNs of Chinese children with cancer.
Limited understanding of the views of patients and those close to
431
them may hinder the provision of more responsive and adaptive
care. Thus, this study aimed to capture the lived experiences of
Chinese children with cancer and their parents relating to their
unmet SCNs.

2. Methods

2.1. Study design

A descriptive qualitative study was conducted. A qualitative
description assists a naturalistic perspective of the participants
with insightful analyses of phenomena or experiences [19]. This
study follows the Consolidated Criteria for Reporting Qualitative
Studies (COREQ).

2.2. Setting and participants

The participants were recruited from the hematology/oncology
and surgical oncology units from three children’s hospitals in
China’s cities (Shanghai, Guangzhou, and Hefei) from October 2020
to December 2021. The inclusion criteria for this study include
children with a diagnosis of all types of pediatric cancer, active
treatment, and the ability to speak Chinese. The participating
hospitals admitted children aged between 0 and 14 years old. Thus
for this study, the age requirement of child participants was be-
tween 8 and 14 years old. Pediatric participants who, in the opinion
of their physician, were not mentally or verbally capable of
participating in the interview were excluded. Parents were iden-
tified as the children’s main caregivers while accompanying the
child in the hospital. Only one parent was allowed to be in the
caregiver role under the hospital policy during the research period.
In this study, children and parents were not recruited as dyads.
Parents were still eligible to participate if the child did not meet the
inclusion criteria.

2.3. Recruitment and enrollment

A trained senior nurse at each site served as the onsite focal
person. The nurse initially approached the parents/guardians to
determine whether they were interested in the study. The Principal
Investigator then contacted the interested participants (parents
and/or child) and verbally explained the purpose and protocol of
the study.

2.4. Ethical considerations

Ethics approval was obtained from the Institutional Review
Board of the Fudan University, School of Nursing (IRB#2019-02-06).
The participants were assured that the interview would be volun-
tary and confidential and that they had the right to withdraw at any
time. The child’s assent and the parent’s written informed consent
were obtained before the interviews started.

2.5. Data collection

The semi-structured interviews were conducted by the first
author, a doctoral degree-prepared nursing faculty member who
was previously trained in interviewing children and adults. All the
data collection procedures were completed in the hospital setting
when the child came for treatment. The parent was allowed to stay
with the child but not encouraged to interrupt or provide any
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explanation to their child during the interview session. The child’s
interview would be carried out first if both the child and parents
agreed to participate.

The interview guide was developed and guided by the Sup-
portive Care Framework for Cancer Care. Participants were first
asked an open-ended question about their general perception and
experience since the cancer diagnosis. The interviewer then pro-
ceeded to cover each domain of the unmet SCNs with two ques-
tions: 1) “During this process, were there any needs that you think
were unmet in … (physical, psychological, emotional, practical,
informational, spiritual, social care)?” followed by 2) “Could you
further describe your experiences with these unmet needs?.” For
child participants who might not fully understand the meaning or
terms of the domains, there would be a layman’s explanation
previously set by the research team (e.g., physical care is the care
performed on your body). This interview guide was piloted in the
first two interviews to test the child participants’ understanding of
the topic and specific questions.

All interviews were audio-recorded. Field notes were taken
during and after the interviews. Data collection and analysis were
performed concurrently. The recruitment of participants continued
until no additional data led to the generation of additional
perspectives.

2.6. Data analysis

Data were analyzed using Colaizzi's seven-step phenomeno-
logical analysis [20]. The process included familiarizing the data by
reading through the transcripts, identifying significant statements
relevant to the phenomenon, formulating meanings, clustering
themes, describing the themes, condensing the described themes
down to short statements that capture the essence of the phe-
nomenon, and finally seeking verification of the themes through
another review of the transcripts. Each transcript was analyzed by
at least two researchers of the team (all females, three bachelor of
science in nursing, and one doctoral degree prepared registered
nurse, previously received training in qualitative data analysis
method). The identified themes were shared and discussed across
the team until a consensus was reached. Significant statements
were extracted to develop emerging themes.

2.7. Trustworthiness

Throughout the analysis, the team members met regularly and
tried to bracket their suppositions by reflexively discussing the
potential data influencers from their perceptions and past clinical
experiences. They used an audit trail to record the analysis process
when data were compared across interviews with the reflective
field notes. Meanwhile, detailed descriptions of the data were used
to achieve transformability.

3. Results

3.1. Participants’ characteristics

Only two potential pediatric participants refused to participate
for the reason of being “too tired”. Eight pediatric cancer partici-
pants (9e14 years old; 5 males and 3 females) and twenty-four
parent participants (30e54 years old; 6 fathers and 18 mothers)
were enrolled. Most patients were diagnosed with leukemia or
brain tumors (Tables 1 and 2). The interviews took an average of
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15e25 min for the children and 20e40 min for the parents.

3.2. Qualitative results

Four themes and eight subthemes (both children’s and parents’
perspectives) were generated from the data. Table 3 shows how
these themes correspond to the domains of the Supportive Care
Framework for Cancer Care.

3.2.1. Theme 1: Meeting the ongoing needs along the cancer
trajectory

The participants perceived the changing nature of various needs
along their respective cancer trajectories. Their unmet needs were
related to their experiences at each stage, from diagnosis to intense
treatment, maintenance therapy, and survivorship. Their needs
were “ongoing” as they proceeded with treatment, impacted by the
child’s physical and psychosocial status. Both child and parent
participants conveyed their anxiety about the uncertainty of the
cancer journey, which impaired their ability to meet their ongoing
needs.

3.2.1.1. Subtheme 1: Can you tell me what comes next?. The child
participants described themultiple needs impacted by their disease
and treatment and were frustrated by the unpredictable nature.

“I cried a lot. It was overwhelming. I do not want to get back to …

‘Ouch’when I was in the procedure room. And, when I was about to
go to the room. Then, nausea and vomiting with chemo. Moreover, I
was tired right after that. It was one by one. You ask me what I
need. Well, sometimes I need comfort, sometimes I need pain relief,
sometimes I need good sleep … but I never know what I need
next.”(C3) “I got used to the process. At first, you have chemo; then
you get uneasy and tired, then wait for the next round. However, if
you catch a cold or develop an even worse thing, then it becomes
unpredictable. How long to go to the next round? More meds and
more procedures?… Can you tell me what comes next?” (C4)

3.2.1.2. Subtheme 2: Our needs are growing. The parent participants
mainly explained the complexity and expansion of their various
unmet needs across the cancer trajectory.

“When I look back, our unmet needs were changing all the way. In
the first month, my only hope was that any magic meds could help
my son’s pain. Then, bad luck! We experienced each adverse effect
mentioned by the doctors, especially mucositis, which made him
cry all the time and impacted his nutrition. I hate this. Our needs
are growing big at each stage.” (P9)

“We need more help dealing with the impact of cancer and chemo,
first pain, then fatigue, uncertainty, and fear. Our needs were
complex and grew bigger along the way. As parents, we would do
better if we had more information and caring skills. Moreover, she
(their 12- year -old girl) needs more space for self-reconciliation.
She was angry at first, mad at cancer, us, the nurses, and herself. It
was like a process of acceptance and healing; our daughter needed
more emotional and spiritual support.” (P16)

3.2.2. Theme 2: Communicating with a family focus
The participants called for family-centered communication.

From the children’s and parents’ perspectives, they must have their



Table 1
Demographic data of children.

Participant ID Age(years) Gender Diagnosis Time since diagnosis Primary caregiver

C1 10 Female Non-Hodgkin lymphoma 4 years Mother
C2 10 Male Acute myeloid leukemia 1 month Mother
C3 10 Male Mixed leukemia 3 months Mother
C4 12 Female Acute lymphoblastic leukemia 9 months Grandmother
C5 9 Male Acute lymphoblastic leukemia 9 months Mother
C6 14 Male Brain tumor 3 months Mother
C7 12 Female Brain tumor 1 year Father
C8 11 Male Brain tumor 7 months Mother

Table 2
Demographic information of parents.

Participant
ID

Relationship Age (years) Education His/her child’s age (years) His/her child’s sex His/her child’s diagnosis Time since his/her child’s diagnosis

P1 Father 33 College 6 Male Non-Hodgkin lymphoma 5 months
P2 Father 37 College 9 Male Acute lymphoblastic

leukemia
12 months

P3 Mother 36 College 3 Female Acute lymphoblastic
leukemia

1 month

P4 Mother 32 College 5 Male Acute lymphoblastic
leukemia

5 months

P5 Mother 41 Graduate
school

10 Female Non-Hodgkin lymphoma 4 years

P6 Mother 34 High school 4 Female Acute lymphoblastic
leukemia

1 month

P7 Father 30 High school 7 Female Non-Hodgkin lymphoma 2 months
P8 Father 40 Graduate

school
8 Female Acute lymphoblastic

leukemia
1 month

P9 Mother 32 Primary school 7 Male Neuroblastoma 9 months
P10 Mother 40 High school 10 Male Acute lymphoblastic

leukemia
1 month

P11 Mother 32 College 6 Male Acute lymphoblastic
leukemia

10 months

P12 Mother 39 College 10 Male Mixed leukemia 3 months
P13 Mother 40 High school 10 Female Acute lymphoblastic

leukemia
4 months

P14 Father 38 High school 4 Female Acute lymphoblastic
leukemia

9 months

P15 Mother 32 High school 5 Female Non-Hodgkin lymphoma 3 months
P16 Mother 54 High school 12 Female Acute lymphoblastic

leukemia
9 months

P17 Mother 33 High school 9 Male Acute lymphoblastic
leukemia

9 months

P18 Mother 34 High school 7 Male Acute lymphoblastic
leukemia

8 months

P19 Mother 38 High school 8 Male Unknown 3 months
P20 Mother 32 High school 9 Male Brain tumor 7 months
P21 Mother 34 High school 7 Female Retinoblastoma 8 months
P22 Mother 35 High school 14 Male Brain tumor 3 months
P23 Father 40 High school 12 Female Brain tumor 1 year
P24 Mother 36 High school 11 Male Brain tumor 7 months

Table 3
Themes and subthemes that emerged from interviews and domains of the Supportive Care Framework for Cancer Care.

Theme Subtheme Domains of the Supportive Care Framework
for Cancer Care

Identified in the participants

Meeting the ongoing needs along the
cancer trajectory

Can you tell me what comes next? Psychological, emotional, informational,
practical

C3, C4, C5, C6, C8

Our needs are growing. Psychological, emotional, informational,
practical

P1, P4, P9, P11, P13, P16, P20, P24

Communicating with a family focus They only talk to my parents. Emotional, informational, practical C1, C2, C3, C5, C7
Let each family member have a voice. Psychological, emotional, informational,

practical
P4, P5, P6, P10, P12, P15, P16, P19, P22,
P23

Providing care beyond the treatment I am bigger than my body. Emotional, informational, spiritual C2, C3, C4, C5,
There are things beyond treatment. Psychological, spiritual P1, P2, P3, P6, P10, P11, P14, P15, P17,

P19, P20, P22
Getting support from the community I am not a monster. Emotional, social C1, C5, C6, C7, C8

We want to get connected with the
resources near us.

Psychological, informational, social, practical P1, P2, P5, P9, P11, P16, P17, P18, P17,
P20, P21, P24

L. Cheng, L. Yu, H. Huang et al. International Journal of Nursing Sciences 9 (2022) 430e437
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voices heard and bring each family member into their daily treat-
ment conversation and decision-making process.

3.2.2.1. Subtheme 1: They only talk to my parents. The child par-
ticipants stated they must be respected for their knowledge of
treatments, understand their feelings, and be given more inter-
personal communication opportunities with clinicians.

“I know when to be careful, like avoiding infection after chemo is
done and drinking more water with the yellow water (metho-
trexate). But all these were what the doctors asked my parents to
do. They (the doctors) never talk tome directly. They only talk tomy
parents. I am eager to communicate and be understood.” (C5)

“I hope they can help me know more about my disease during the
rounds, like why some meds were used only after eating, why I
need blood tests and punctures, and why I have not won the fight
(against leukemia) yet. Sometimes they might think I do not un-
derstand, but actually, I can understand. In our family, my parents
and I have very little talk about my disease. I am ten years old. I am
sometimes happy and sometimes sad. I have my thoughts. I like to
share it with doctors and nurses if they ask me.” (C3)

3.2.2.2. Subtheme 2: Let each family member have a voice. The
parent participants shared their need for more open communica-
tion regarding each family member’s thoughts and feelings. How-
ever, they did not know how to communicate with their child
during the treatment effectively.

“The doctors and nurses are helpful. However, from a family
perspective, we do not know how to tell children this information in
a way that a child can understand. Wewant to knowwhat he (their
son) will think about the treatment. But we do not know how to
start the talk.” (P4)

“I think our family is a whole … although my husband is the head
and makes decisions on big things, he is sometimes absent.

I accompany my kid all the time. I know more about my kid’s
preferences, her body’s reaction to drugs, her feelings… I hope that
doctors will talk and listen to each family member. Moreover, each
of us should have a voice in making decisions. Not only me but also
the child; she is the one who knows herself best.” (P15)

3.2.3. Theme 3: Providing care beyond the treatment
The participants described their needs beyond merely treating

the disease but with more emotional support and information
provision that calls for expanded care at each stage.

3.2.3.1. Subtheme 1: I am bigger than my body. The children
explained their need for emotional consolidation and information
about their prognosis.

“I think being in the hospital is to treat my body’s diseases. But I am
still thinking about many other things. I am thinking about what to
do with my schoolwork. I do not want to be absent from school, and
I want to be an astronaut. People around me only look at the
number of my white blood cells and platelets. No one has had a
good chat with me.”(C2) “I was thinking about what to do in the
future. Am I going to be good or bad? If I am good, can I grow up as
big as my friends? If not, will I die? This is so terrible. But what will
434
happen then? What will my parents do then? I am thinking of this
all the time. I mean, I am bigger than my body.” (C5)

3.2.3.2. Subtheme 2: There are things beyond treatment. The parents
emphasized more attention to transition care, palliative care, and
care for the siblings.

“We are a family. My wife and I are separated because of the child’s
disease. We have many ‘hollows’ in family. I do not know how to
talk to my two children and wife. It seems that our family’s center is
around the sick girl. This is bad. I hope the clinicians will meet the
needs of our family, like allowing the little sister comes to see him
and the opportunity for the family to reunite during the
holidays.”(P1)

“There are things beyond treatment. Most kids in the ward spend
time watching iPad or phones. The long screening time is not good
for their health. But what can we (parents) do? There are hardly
any playing activities after the pandemic. I want my son to have
more exercise, but I am worried about the potential bleeding.”
(P11)

“After moving to the maintenance period, I would like to see
preparation for his transition to normal. Hopefully, he will not have
any memory of this difficult time. But the meds, the chemo, cancer
… I know something will be bad for his body for a long time. We
need more information, support, and guidance.” (P17)

“I heard the word ‘palliative care’. Most of us parents do not want to
hear this word. I think it is related to treatment failure or aban-
doning our child. What can we do? We do not want to do this.
However, people tell us that this care comforts the child and alle-
viates the symptoms. I would like to know more. In our dark mo-
ments, we may need it.” (P22)

3.2.4. Theme 4: Getting support from the community
The participants perceived unsatisfying support from the com-

munity. They required community support in their mentality,
physical needs, and resources.

3.2.4.1. Subtheme 1: I am not a monster. The children were un-
happy about being treated differently. They experienced discrimi-
nation, stigma, and stereotype.

“Monsters are living in me, but I am not a monster. I do not want to
find my previous buddies to stay away from me in the neighbor-
hood. I do not want special care from my teachers. For I can study
hard like my classmates … I think people take me as a monster,
different from others. Because only monsters can scare others and
do not have good friends. I do not like it. I need support from my
surroundings, who treat me as an ordinal boy and care for my body
which sometimes is not strong.” (C1)

3.2.4.2. Subtheme 2: We want to connect with the resources near us.
There were limited out-of-hospital healthcare services specifically
for pediatric cancer patients. There was a lack of coordinated cancer
care between the community and hospitals in the health system.

“There is limited support. The one (a national children’s hospital)
that treated our girl far from our hometown. When we got back
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home after a period of intensive treatment, except for one follow-up
call from our attending, there was no continuous support. I mean,
tell us how to observe the symptoms, cope with our fear of relapse
and return to our daily life.” (P13)

“It was hard that we still fully relied on the pediatric oncology
service of a children’s medical center. When our daughter was
uncomfortable, like nausea and cramping, we could not take her
elsewhere but to the same hospital. There would be more than a
one-hour drive, and we must wait a long in the clinic. I would say
there was a lack of coordinated cancer care between the commu-
nity and hospitals in the health system. Physicians in my commu-
nity health care seemed reluctant to take care of a child with cancer
or have ‘recovered’ from cancer. Besides medical care, we must
connect with the resources near us. Peers group, supporting funds,
people in the community that could be turned to in an emergency,
etc.” (P23)
4. Discussion

This study provided an in-depth understanding of unmet SCNs
from the perspective of Chinese children with cancer and their
parents. As conveyed through the quotes, although met with
differing views, a combined perspective provided a better reflection
of the unmet needs, which pointed to the potential of developing
targeted child-parent-friendly interventions.

The revealed themes cover and overlap the domains of the
Supportive Care Framework for Cancer Care, which highlights the
multi-faceted impact of the disease and treatment on pediatric
cancer patients, and their unique needs to be provided with sup-
port to improve patient outcomes. Particularly, Chinese children
and their parents explained their anxiety about the uncertainty of
the varied unmet needs at different stages of their cancer journey.
This finding is consistent with previous studies about the multiple
impacts of disease and treatment across the pediatric cancer con-
tinuum [21,22]. Similar to their oversea counterparts [23,24],
informational and emotional support appeared to be the most
acknowledged categories of unmet needs. Participants also
described their experiences with unmet needs in various contexts,
e.g., the intervention of disease and treatment, the child’s growth
and development, family dynamics, and perceived service. To bet-
ter understand each patient’s meaning of the illness, well-designed
tailored care should be offered at different stages of the disease
trajectory to achieve optimal patient-centered care.

The findings of this study suggest the importance of inviting and
integrating the family member’s voice during the child’s treatment.
Family-centered care has been welcomed by Chinese pediatric care
practice [25]. However, impacted by the Chinese culture, parents
were less likely to disclose or talk about unfavorable information
[26], which may prevent a frank and open talk about the family’s
challenges during the challenging period. Besides, this study found
that limited communication skills hindered parent-child conver-
sations. Most of the time, children felt “ignored” as they were less
talked to when being hospitalized. Listening to the thoughts and
feelings of children as the patients are increasingly emphasized.
However, literature suggested that most children would not share
their symptoms unless they were directly asked [27]. There are
validated developmentally sensitive child-reported outcome mea-
surements that can help elicit the child’s voice. Meanwhile, art-
related technologies like ‘draw and tell’ can be used to assist the
child in effectively describing their needs comfortably [28].
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A cancer diagnosis is like throwing a pebble in the water. Study
participants stated their needs beyond merely treating the disease
but relevant to the physical and psychosocial demands of children
and their families around each stage of the treatment. This finding
collaborates with previous studies suggesting comprehensive and
in-depth supportive care for childrenwith cancer and their families
[12]. Currently, there are very few reports on the pediatric cancer
population needing palliative [29] or care transition [30] in the
mainland of China. Due to the past one-child policy, there is a lack
of Chinese information about caring for an ill child’s sibling, whose
lives are also impacted by cancer [31]. These hidden needs should
be assessed and explored to better serve this special population.

This study found unsatisfying support from the participants’
community. The traditional Chinese culture favors the concept of
‘face’, which signifies a person/family’s reputation and self-esteem
[32]. Influenced by this culture, the cancer stigma may prohibit the
deliverance and acceptance of supportive care to Chinese children
with cancer. Pediatric cancer healthcare is generally provided by
China’s national children’s hospital. Without coordinated care be-
tween the community and hospital, this special population’s well-
being is impacted by disconnected service. This finding calls for a
capacity building of pediatric-cancer-related knowledge and skill in
the primary care service and close collaboration in the healthcare
system in the mainland of China.

This study, however, has limitations. First, although we invited
both children and parents, the included participants were not all
dyads, as some parents’ children were under the age of eight.
Second, there was a limitation in terms of the opinion of the pa-
tient’s physician in determining the child’s mental or verbal ca-
pacity to participate. Meanwhile, the children might have a limited
understanding of their unmet needs due to cognitive capabilities.
Third, we did not enroll long-term pediatric cancer survivors,
which may impact a complete understanding of this population’s
unmet needs. Fourth, the heterogeneous study sample might pre-
vent the generalization of the study to a particular pediatric cancer
population. Finally, we did not apply a longitudinal design that
prevented us from exploring the unmet SCNs throughout the dis-
ease trajectory.

Future researchers may employ a more objective standard for
including research to maximize children’s participation. Mean-
while, the enrollment of participants in extended survivorship will
allow a more comprehensive understanding of this population’s
unmet supportive care needs. In addition, a longitudinal follow-up
of a particular cancer type will provide information for developing
specific interventions at different disease stages.

Our findings provide fresh insights into supportive care needs in
pediatric oncology. The lived experiences shared by the children
and parents call for well-designed tailored care which can address
the multiple impacts of disease and treatment across the pediatric
cancer continuum, understanding each patient’s personal experi-
ences of the unmet needs, encouraging each family member’s voice
and a coordinated service in the healthcare system.
5. Conclusion

This study explored the lived experiences of Chinese children
with cancer and their parents with unmet SCNs. Understanding
their unique needs will help lay the foundation for developing and
testing the effectiveness of the strategies to address the specific
unmet needs experienced by this population.



L. Cheng, L. Yu, H. Huang et al. International Journal of Nursing Sciences 9 (2022) 430e437
CRediT authorship contribution statement

Lei Cheng: Conceptualization, Methodology, Data curation,
Writing e review & editing. Ling Yu: Data Curation, Writing e re-
view & editing. Haiying Huang: Data curation, Writing - original
draft, Writing e review & editing. Mingxia Duan: Data Curation,
Writing e review & editing.

Funding

This study was supported by the China National Natural Science
Foundation of China Youth Science Foundation (71904030), China
Medical Board Open Competition Grant (#21-427), Taikang Yicai
Public Welfare Foundation (ZXJJ-YCGW-2021009), and Fudan
Nursing Founding (FNF 202124).

Data availability statement

Authors declare the absence of shared data in the present study.

Declaration of competing interest

The authors stated that there was no conflict of interest in this
manuscript.

Acknowledgments

The authors would like to thank all the children and parents
who participated in this study.

Appendix A. Supplementary data

Supplementary data to this article can be found online at
https://doi.org/10.1016/j.ijnss.2022.09.001.

References

[1] Steliarova-Foucher E, Colombet M, Ries LAG, Moreno F, Dolya A, Bray F, et al.
International incidence of childhood cancer, 2001-10:A population-based
registry study. Lancet Oncol 2017;18(6):719e31. https://doi.org/10.1016/
S1470-2045(17)30186-9.

[2] Zheng RS, Peng XX, Zeng HM, Zhang SW, Chen TH, Wang HM, et al. Incidence,
mortality and survival of childhood cancer in China during 2000-2010 period:
a population-based study. Cancer Lett 2015;363(2):176e80. https://doi.org/
10.1016/j.canlet.2015.04.021.

[3] Withycombe JS, Haugen M, Zupanec S, MacPherson CF, Landier W. Consensus
recommendations from the children's oncology group nursing discipline's
state of the science symposium: symptom assessment during childhood
cancer treatment. J Pediatr Oncol Nurs 2019;36(4):294e9. https://doi.org/
10.1177/1043454219854983.

[4] Kearney JA, Salley CG, Muriel AC. Standards of psychosocial care for parents of
children with cancer. Pediatr Blood Cancer 2015;62(Suppl 5):S632e83.
https://doi.org/10.1002/pbc.25761.

[5] Frederick NN, Bober SL, Berwick L, Tower M, Kenney LB. Preparing childhood
cancer survivors for transition to adult care: the young adult perspective.
Pediatr Blood Cancer 2017;64(10):1e9. https://doi.org/10.1002/pbc.26544.

[6] van Schoors M, Sels L, Goubert L, Verhofstadt LL. Siblings dealing with pedi-
atric cancer: a family- and context-oriented approach. J Pediatr Oncol Nurs
2021;38(3):166e75. https://doi.org/10.1177/1043454221992303.

[7] Pahl DA, Wieder MS, Steinberg DM. Social isolation and connection in ado-
lescents with cancer and survivors of childhood cancer: a systematic review.
J Adolesc 2021;87:15e27. https://doi.org/10.1016/j.adolescence.2020.12.010.

[8] Fitch MI. Supportive care framework. Can Oncol Nurs J 2008;18(1):6e24.
https://doi.org/10.5737/1181912x181614.
436
[9] Harrison JD, Young JM, Price MA, Butow PN, Solomon MJ. What are the unmet
supportive care needs of people with cancer? A systematic review. Support
Care Cancer 2009;17(8):1117e28. https://doi.org/10.1007/s00520-009-0615-
5.

[10] Lisy K, Langdon L, Piper A, Jefford M. Identifying the most prevalent unmet
needs of cancer survivors in Australia: a systematic review. Asia Pac J Clin
Oncol 2019;15(5):e68e78. https://doi.org/10.1111/ajco.13176.

[11] McDonough J, Eliott J, Neuhaus S, Reid J, Butow P. Health-related quality of
life, psychosocial functioning, and unmet health needs in patients with sar-
coma: a systematic review. Psycho Oncol 2019;28(4):653e64. https://doi.org/
10.1002/pon.5007.

[12] Loeffen EAH, Kremer LCM, Mulder RL, Font-Gonzalez A, Dupuis LL, Sung L,
et al. The importance of evidence-based supportive care practice guidelines in
childhood cancerda plea for their development and implementation. Support
Care Cancer 2017;25(4):1121e5. https://doi.org/10.1007/s00520-016-3501-y.

[13] Tenniglo LJA, Loeffen EAH, Kremer LCM, Font-Gonzalez A, Mulder RL,
Postma A, et al. Patients' and parents' views regarding supportive care in
childhood cancer. Support Care Cancer 2017;25(10):3151e60. https://doi.org/
10.1007/s00520-017-3723-7.

[14] Aziza YDA, Wang ST, Huang MC. Unmet supportive care needs and psycho-
logical distress among parents of children with cancer in Indonesia. Psycho
Oncol 2019;28(1):92e8. https://doi.org/10.1002/pon.4914.

[15] Nicklin E, Velikova G, Glaser A, Kwok-Williams M, Debono M, Sarwar N, et al.
Long-term unmet supportive care needs of teenage and young adult (TYA)
childhood brain tumour survivors and their caregivers: a cross-sectional
survey. Support Care Cancer 2022;30(3):1981e92. https://doi.org/10.1007/
s00520-021-06618-7.

[16] Monterosso L, Kristjanson LJ. Supportive and palliative care needs of families
of children who Die from cancer: an Australian study. Palliat Med 2008;22(1):
59e69. https://doi.org/10.1177/0269216307084608.

[17] Wu VS, Smith AB, Girgis A. The unmet supportive care needs of Chinese pa-
tients and caregivers affected by cancer: a systematic review. Eur J Cancer
Care 2020:e13269. https://doi.org/10.1111/ecc.13269. 2020Jun3.

[18] Lyu QY, Wong FKY, You LM, Zhou XZ. Unmet family needs concerning
healthcare services in the setting of childhood hospitalization for cancer
treatment in mainland China: a qualitative study. J Pediatr Nurs 2019;44:71.
https://doi.org/10.1016/j.pedn.2018.11.003. e66.

[19] Sandelowski M. What's in a name? Qualitative description revisited. Res Nurs
Health 2010;33(1):77e84. https://doi.org/10.1002/nur.20362.

[20] Speziale H, 5th Carpenter D, Williams & Wilkins Lippincott, Philadelphia PA.
Qualitative research in nursing: advancing the humanistic imperative. 2011.

[21] Cheng L, Wang LY, He MX, Feng S, Zhu YH, Rodgers C. Perspectives of children,
family caregivers, and health professionals about pediatric oncology symp-
toms: a systematic review. Support Care Cancer 2018;26(9):2957e71. https://
doi.org/10.1007/s00520-018-4257-3.

[22] Rodgers CC, Hooke MC, Taylor OA, Koerner KM, Mitby PA, Moore IM, et al.
Childhood cancer symptom cluster: leukemia and health-related quality of
life. Oncol Nurs Forum 2019;46(2):228e37. https://doi.org/10.1188/
19.ONF.228-237.

[23] Kerr LMJ, Harrison MB, Medves J, Tranmer JE, Fitch MI. Understanding the
supportive care needs of parents of children with cancer: an approach to local
needs assessment. J Pediatr Oncol Nurs 2007;24(5):279e93. https://doi.org/
10.1177/1043454207304907.

[24] Kerr LMJ, Harrison MB, Medves J, Tranmer J. Supportive care needs of parents
of children with cancer: transition from diagnosis to treatment. Oncol Nurs
Forum 2004;31(6):E116e26. https://doi.org/10.1188/04.ONF.E116-E126.

[25] He SW, Xiong YE, Zhu LH, Lv B, Gao XR, Xiong H, et al. Impact of family in-
tegrated care on infants' clinical outcomes in two children's hospitals in
China: a pre-post intervention study. Ital J Pediatr 2018;44(1):65. https://
doi.org/10.1186/s13052-018-0506-9.

[26] Lyu QY, Zhang MF, Bu XQ, Zhou XZ, Zhao X. A qualitative study exploring
coping strategies in Chinese families during children's hospitalization for
cancer treatment. J Pediatr Nurs 2019;48:e27e34. https://doi.org/10.1016/
j.pedn.2019.05.022.

[27] Weaver MS, Reeve BB, Baker JN, Martens CE, McFatrich M, Mowbray C, et al.
Concept-elicitation phase for the development of the pediatric patient-
reported outcome version of the Common Terminology Criteria for Adverse
Events. Cancer 2016;122(1):141e8. https://doi.org/10.1002/cncr.29702.

[28] Cheng L, Zhao X, Ge Y, Wang Y, Kang Q. The experiences of Chinese children 5-
to 7-year-old during cancer treatment reflected through interviews and
drawings. J Pediatr Hematol Oncol Nurs 2022;39(2):88e98. https://doi.org/
10.1177/10434542211041919.

[29] Lu YH, Gu YH, Yu WH. Hospice and palliative care in China: development and
challenges. Asia Pac J Oncol Nurs 2018;5(1):26e32. https://doi.org/10.4103/
apjon.apjon_72_17.

[30] Huang HY, Wang YW, Mao XR, Qin XL, Cheng L. Translation and validation of

https://doi.org/10.1016/j.ijnss.2022.09.001
https://doi.org/10.1016/S1470-2045(17)30186-9
https://doi.org/10.1016/S1470-2045(17)30186-9
https://doi.org/10.1016/j.canlet.2015.04.021
https://doi.org/10.1016/j.canlet.2015.04.021
https://doi.org/10.1177/1043454219854983
https://doi.org/10.1177/1043454219854983
https://doi.org/10.1002/pbc.25761
https://doi.org/10.1002/pbc.26544
https://doi.org/10.1177/1043454221992303
https://doi.org/10.1016/j.adolescence.2020.12.010
https://doi.org/10.5737/1181912x181614
https://doi.org/10.1007/s00520-009-0615-5
https://doi.org/10.1007/s00520-009-0615-5
https://doi.org/10.1111/ajco.13176
https://doi.org/10.1002/pon.5007
https://doi.org/10.1002/pon.5007
https://doi.org/10.1007/s00520-016-3501-y
https://doi.org/10.1007/s00520-017-3723-7
https://doi.org/10.1007/s00520-017-3723-7
https://doi.org/10.1002/pon.4914
https://doi.org/10.1007/s00520-021-06618-7
https://doi.org/10.1007/s00520-021-06618-7
https://doi.org/10.1177/0269216307084608
https://doi.org/10.1111/ecc.13269
https://doi.org/10.1016/j.pedn.2018.11.003
https://doi.org/10.1002/nur.20362
http://refhub.elsevier.com/S2352-0132(22)00067-9/sref20
http://refhub.elsevier.com/S2352-0132(22)00067-9/sref20
http://refhub.elsevier.com/S2352-0132(22)00067-9/sref20
https://doi.org/10.1007/s00520-018-4257-3
https://doi.org/10.1007/s00520-018-4257-3
https://doi.org/10.1188/19.ONF.228-237
https://doi.org/10.1188/19.ONF.228-237
https://doi.org/10.1177/1043454207304907
https://doi.org/10.1177/1043454207304907
https://doi.org/10.1188/04.ONF.E116-E126
https://doi.org/10.1186/s13052-018-0506-9
https://doi.org/10.1186/s13052-018-0506-9
https://doi.org/10.1016/j.pedn.2019.05.022
https://doi.org/10.1016/j.pedn.2019.05.022
https://doi.org/10.1002/cncr.29702
https://doi.org/10.1177/10434542211041919
https://doi.org/10.1177/10434542211041919
https://doi.org/10.4103/apjon.apjon_72_17
https://doi.org/10.4103/apjon.apjon_72_17


L. Cheng, L. Yu, H. Huang et al. International Journal of Nursing Sciences 9 (2022) 430e437
TRANSITION-Q for Chinese pediatric cancer survivors. J Pediatr Nurs 2021;61:
130e5. https://doi.org/10.1016/j.pedn.2021.05.009.

[31] Weiner JA, Woodley LK. An integrative review of sibling responses to child-
hood cancer. J Child Adolesc Psychiatr Nurs 2018;31(4):109e19. https://
doi.org/10.1111/jcap.12219.
437
[32] Liu LH, Ma LL, Chen ZQ, Geng HM, Xi LX, McClement S, et al. Dignity at the end
of life in traditional Chinese culture: perspectives of advanced cancer patients
and family members. Eur J Oncol Nurs 2021;54:102017. https://doi.org/
10.1016/j.ejon.2021.102017.

https://doi.org/10.1016/j.pedn.2021.05.009
https://doi.org/10.1111/jcap.12219
https://doi.org/10.1111/jcap.12219
https://doi.org/10.1016/j.ejon.2021.102017
https://doi.org/10.1016/j.ejon.2021.102017

	Lived experiences with unmet supportive care needs in pediatric cancer: Perspective of Chinese children and their parents
	What is known?
	What is new?
	1. Introduction
	2. Methods
	2.1. Study design
	2.2. Setting and participants
	2.3. Recruitment and enrollment
	2.4. Ethical considerations
	2.5. Data collection
	2.6. Data analysis
	2.7. Trustworthiness

	3. Results
	3.1. Participants’ characteristics
	3.2. Qualitative results
	3.2.1. Theme 1: Meeting the ongoing needs along the cancer trajectory
	3.2.1.1. Subtheme 1: Can you tell me what comes next?
	3.2.1.2. Subtheme 2: Our needs are growing

	3.2.2. Theme 2: Communicating with a family focus
	3.2.2.1. Subtheme 1: They only talk to my parents
	3.2.2.2. Subtheme 2: Let each family member have a voice

	3.2.3. Theme 3: Providing care beyond the treatment
	3.2.3.1. Subtheme 1: I am bigger than my body
	3.2.3.2. Subtheme 2: There are things beyond treatment

	3.2.4. Theme 4: Getting support from the community
	3.2.4.1. Subtheme 1: I am not a monster
	3.2.4.2. Subtheme 2: We want to connect with the resources near us



	4. Discussion
	5. Conclusion
	CRediT authorship contribution statement
	Funding
	Data availability statement
	Declaration of competing interest
	Acknowledgments
	Appendix A. Supplementary data
	References


