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ABSTRACT

Background & Objectives: The perspectives of children have be-
coming increasingly emphasized in healthcare research and practice in
order to facilitate children’s inclusion, participation, and decision-making
in matters related to their health. In India, however, little is known about
children’s views regarding their health despite the various health chal-
lenges and ethical concerns they may face, such as poverty, malnutrition,
and gender inequalities. The aim of this scoping review is to explore chil-
dren'’s health-related experiences from their own perspectives in India
from 2000 to 2020.

Methods: Five online databases were searched. Three independent
reviewers screened articles for inclusion. Included texts were analyzed
using thematic synthesis, which involved extracting and descriptively
coding data, categorizing/grouping codes by similar topics, and compar-
ing and contrasting topics to generate descriptive themes. The scoping
review was reported using the PRISMA-ScR checklist.

Results: Fifty-two articles were included, and five descriptive
themes were identified. The articles typically overlapped in themes,
which related to children’s health-related experiences (n=38), emotions
(n=19), and knowledge (n=15); the impact of illness on children’s lives
(n=41); and children’s ability to communicate their needs (n=12).

Interpretation & Conclusions: We identified the need to tailor re-
search designs to better elicit children’s perspectives and provide com-
prehensive health education for children and families in India. This scop-
ing review helped to highlight gaps in healthcare policy, practice, and
research, providing a starting point for more focused investigation into
children’s health-related experiences in India.
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1 | INTRODUCTION

Childhood ethics is an emerging field of inquiry with
a paucity of research examining health-related experi-
ences from the child’s perspective. (1) A child’s perspec-
tive is defined as a direct view on “conditions, experi-
ences, perceptions and actions, based on what he or she
finds important”. (2) Children's perspectives are being in-
creasingly utilized to promote their participation, inclu-
sion, and agency within fields such as education, health,
and law. (1) According to the World Health Organiza-
tion, (3) health extends beyond the simple absence of
disease and encompasses physical, mental, and social
well-being. The concept of whole person well-being in-
volves various domains of one’s life, including physiolog-
ical and psychological processes, as well as physical, so-
ciocultural, and spiritual environments. (4) Therefore, an
individual's well-being can be deeply affected by their in-
terpretation of day-to-day events, which may align with
or go against personal values and beliefs. (5)

Ethics play an integral role in health care and ser-
vices as healthcare providers must make decisions in
patients’ best interests by seeking to reduce harm and
maximize benefit. The act of genuinely hearing, ac-
knowledging, and addressing a patient’s voice is there-
fore critical toward understanding a child’s particular ex-
periences, aspirations, and concerns. This helps to in-
form an individualized determination of their best in-
terests, which should orient treatment decision-making
and is particularly relevant for children who are vul-
nerable given their development, status as minors and
limited legal decision-making capacities within health-
care contexts. (6) However, children with chronic ill-
ness have reported being excluded from decisions, dis-
cussions, and actions related to their care. This compro-
mises clinicians’ and parents'/caregivers’ abilities to un-
derstand children’s perspectives and in turn, their best
interests, while leading to feelings of frustration, anger,
and fear in children. (7) Nonetheless, young people have
clear ideas regarding how their treatment can be im-
proved (8) and have expressed desires for their voices
to be heard in healthcare settings. (9) Given that self-

management capacities and self-efficacy are positively

correlated with health-related quality of life for children
with chronic illness, (10) eliciting children’s perspectives
during care may support a sense of control over their
health, improve their care, and enhance their quality of
life. For these reasons, seeking to understand and ren-
der children’s perspectives visible in health-related liter-
ature is an important step towards advancing the field
of childhood ethics. Despite increasing recognition of
the children’s voices in healthcare research and practice,
research related to this topic has been geographically
limited. In turn, children’s perspectives regarding their
health are still unclear in many low- and middle-income
countries such as India. India has the largest child popu-
lation (O to 18 years) in the world but is also dispropor-
tionately affected by poverty, malnutrition, poor access
to healthcare, gender inequalities, and other health and
ethical concerns. (11-13)

This study presents a scoping review of health-
related literature from the child’s perspective in India.
This review was conducted by VOICE (Views on Interdis-
ciplinary Childhood Ethics), a group of researchers and
community partners committed to advancing the field
of childhood ethics and global child health. The goals of
this scoping review are to: a) improve our understand-
ing of children’s health-related experiences by exploring
the perspectives of children in India with illness, disabil-
ity, and/or physical symptoms within empirical studies;
and b) identify areas for further empirical research and

examination of ethical concerns.

2 | METHODS

2.1 | Study design

We conducted a scoping review, also known as a knowl-
edge synthesis design, allowing us to summarize a range
of evidence and identify the key concepts underpinning
a complex, new, or unfamiliar research topic. (14) The
approach of a scoping review is broad and uses purpo-
sive sampling to identify evidence and gaps in the lit-
erature without a quality appraisal step. (15) The six
steps of the scoping review framework are: (a) identify-

ing the research question; (b) identifying relevant stud-
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ies; (c) study selection; (d) charting the data; (e) collat-
ing, summarizing, and reporting the results; and (f) con-
sultation. (14) Our results were reported using the Pre-
ferred Reporting ltems for Systematic reviews and Meta-
Analyses extension for Scoping Reviews (PRISMA-ScR;
16) checklist which can be found as a Supplemental Ma-
terial (File S1).

2.2 | Identifying the research question

The objective of this scoping review was to explore the
existing knowledge about children’s health-related ex-
periences from their own perspectives in India. We
aimed to answer the research question: What do we
know about children’s health-related experiences in In-

dia?

2.3 | Identifying relevant studies and
study selection

For this review, the term ‘children’ referred to individu-
als between 3 and 17 years of age. Seventeen years was
selected as the upper limit for the age range as the age
of majority in India is 18 years (i.e., when an individual
ceases being a minor). (17) Only empirical studies ex-
amining children’s health-related experiences from their
own perspective were included (e.g., outlining findings
in the child’s own words). No language restrictions were
implemented, but the studies were limited to those en-
tirely conducted or at least partly conducted in India and
by publication date from 2000 to June 2020. This time
period was selected because the interdisciplinary inter-
est in childhood studies emerged recently around the
year 2000 (1), yielding an increase in literature exploring
children’s voices, agency, and perspectives. Thus, the
current literature was seen as providing a synopsis of
the state of knowledge on the topic.

Studies that were excluded were opinion papers or
studies that were normative in focus (i.e., recognized
norms defined by legal, ethical and/or professional prac-
tice standards). Moreover, data from infants (0-12
months), toddlers (12-36 months), and children giving

opinions on health topics, illnesses, or conditions for

which they were not afflicted with were excluded. How-
ever, studies with some participants over 18 years of
age but which fulfilled the rest of the inclusion crite-
ria were included if most participants in the respective
study were under 18 years of age, as these articles still
contained valuable knowledge regarding children’s per-
spectives.

2.4 | Search strategy

The search strategy paralleled the three-step process
outlined by Peters et al. (18) whereby (a) an initial search
was run in CINAHL and MEDLINE, (b) a second, com-
prehensive search was run using keywords derived from
the initial search, consultation with a research librarian,
and a target article. Then five online databases were
searched: CINAHL (1937-2020), Global Health (1973-
2020), MEDLINE (1949-2020), PsycINFO (1597-2020),
and Web of Science (1900-2020); and (c) reference and
citation searching was used to supplement the results
from the reference lists in the included studies. (18) Key-

n o« *n

words such as “child*”, “India”, “perception*”, and “experi-

*1n

ence*” were searched within titles and abstracts, reduc-
ing the number of irrelevant retrieved articles. The de-
tailed search strategy for MEDLINE can be found in File
S2. Endnote X7 software was used to store, organize,
and retrieve the search results. Additionally, interlibrary
loans were used to locate articles not retrievable in the
university collection. Following article retrieval, three in-
dependent reviewers screened titles, abstracts, and full-

text articles to determine study inclusion.

2.5 | Charting the data then collating,
summarizing, and reporting results

Selected articles were read in full and summarized in
a data extraction sheet outlining the: year; study set-
ting; study design and methodology (research type, sam-
ple size, data collection methods and tools); population
demographics (age range, illnesses/symptoms, health-
care context); qualitative and/or quantitative findings
and outcome measures related to children’s perspec-

tives, reports, or understandings of their health-related
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experiences; and any additional comments or discussion
points (e.g., key takeaways, article discussion summary,
recommendations and research implications, reviewer
questions). The data extraction sheet was created by
the first authors (YWW and JB) and tested by charting
data from sample articles. The sheet was then reviewed
by co-authors and refined in collaboration with the re-
search team to ensure that the contents permitted stan-
dardized charting and aligned with our research ques-
tion. Three authors (YWW, JW, SJ) charted the data.
They met regularly with our research team to share
their data extraction sheets; discuss and address ques-
tions, uncertainties, and concerns; and ensure the chart-
ing process remained consistent between the three au-

thors.

The framework for collating and summarizing the
results was based on recommendations for enhancing
the consistency of scoping review methodologies (19),
which includes conducting a descriptive numerical anal-
ysis and qualitative thematic analysis guided by our re-
view question. Data analysis was led by the first au-
thors (YWW and JB) in close collaboration with the re-
search team who permitted for member checking and
debriefing (i.e., obtaining feedback on data interpreta-
tions and analysis); provided input during quantitative
and qualitative analysis; and vetted, gave feedback, and
provided consensus on generated themes and findings.
The descriptive numerical analysis for this scoping re-
view consisted of numerically summarizing the charac-
teristics of the included studies, such as the number of
included studies, population demographics, and study
designs. (14,19)

A thematic synthesis was conducted whereby the re-
search question guided categorization of the codes and
generation of descriptive themes. (20) Data analysis
was iterative, inductive, continuous, (1) and conducted
in three phases. The first phase included initial open
coding, in which data relevant to the review question
were extracted from the data extraction sheet and de-
scriptively coded, generating units of analysis or codes.
(21) In the second phase, we looked for similarities and
differences between codes and grouped similar codes

together to form topics, which captured the meaning

of the initial code groups. Examples of topics include
“impacts of illness on children’s lives”, “children’s phys-
ical sensations and symptoms”, and “children’s under-
standing of their health and illness”. The third phase
included relating topics to each other (axial coding), or-
ganizing individual topics into themes (thematic analy-
sis), and drawing connections between themes (compar-
ative analysis). (22) This allowed us to generate an un-
derstanding of children’s health-related experiences in
India and identify areas for further empirical research

and ethical examination.

3 | RESULTS

3.1 | Sample and Study Characteristics

The initial search yielded 11,304 articles. Once du-
plicates were removed, 10,547 articles were screened
based on the inclusion criteria, after which 134 arti-
cles remained and were read and assessed in full for
eligibility. Finally, 52 studies were included for anal-
ysis and summarized in a PRISMA flow diagram (Fig-
ure 1). This review synthesized the perspectives of
15,996 children between 3 and 21 years old (inclusive),
and was comprised of 37 quantitative studies, 9 qual-
itative studies, and 6 mixed-methods studies, which
were conducted in schools, communities, hospitals, re-
habilitation centers, and clinics in both rural and ur-
ban settings. Seven studies included some participants
above the age of majority (18 to 21 years). Participants
had various illnesses and symptoms including asthma,
cancer, renal disease, thalassemia, visual impairments,
dental issues, leprosy, HIV/AIDS, menstrual symptoms,
somatic symptoms, substance-use, depression, muscu-
loskeletal pain, cleft-lip, pregnancy, and mobility impair-
ments/disability.

3.2 | Thematic Analysis

The 52 studies in this review are summarized in Table
1. Five main themes were identified along with 11 sub-
themes from the extracted codes (Table 2). Each theme

was salient to the understanding of children’s health-
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E‘E Full-text articles assessed Full-text articles excluded
;gb for eligibility > (n=82)
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Reasons for exclusion:
— -Study not conducted in India
v -Study was not from the
B L. child’s perspective
T Studies included _The child was not
E) (n=52) symptomatic or ill

FIGURE 1 PRISMA (preferred reporting items for systematic reviews and meta-analyses) Flow Diagram

related experiences and are presented below. unfavourable events related to their medical care, inter-

actions with healthcare staff, and within healthcare fa-

33 | Children recalled detailed !
health-related experiences in healthcare
facilities and communities. wi
Thirty-eight studies showcased children’s abilities to re-
call and reflect on their health-related experiences. A
key similarity between studies was that children were

able to describe detailed memories of favourable and

ities. For example, youth living with HIV recounted

how discourteous service from healthcare staff left neg-

ative impressions of the clinic (23) while adolescents

th cancer talked about the debilitating effects of treat-

ment (e.g., oral ulcers, nausea, pain). (24) Conversely,
children in PICU recounted comforting actions of nurses
and doctors such as speaking nicely and painless injec-

tions. (25) Children’s recollections also extended be-
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yond themselves as they described witnessing the ex-
periences of other ill children in the PICU undergoing
invasive procedures, injections, and even death. (25)

Within the community, however, children mostly re-
counted negative experiences related to health barriers
and social exclusion. Post-menarche girls, for example,
reported having limited access to hygienic facilities at
school (e.g., soap, clean water, toilets), prompting them
to miss classes during menstruation. (26-29) Children
living with HIV/AIDS reported experiencing discrimina-
tory actions from family members including refusals to
share food, avoidance, and propagation of misgivings.
(23) Finally, children also reported experiencing bullying,
teasing, and/or negative judgement from peers due to
their symptoms and illness, contributing to absenteeism
and treatment non-compliance. (29,30)

3.4 | Children expressed both positive
and negative emotions related to their
health.

Nineteen studies highlighted children’s expression of
positive and negative emotions related to their health.
Using interviews, questionnaires, and focus groups, re-
searchers showed that children experienced emotions
such as fear, hope, anxiety, hopelessness, insecurity, ap-
preciation, guilt, and sadness towards their health. In
general, children’s negative emotions—particularly fear
and anxiety—stemmed from unpleasant physical symp-
toms (e.g., pain, discomfort, nausea), uncertainty about
their health and future, and limitations due to depen-
dence on caregivers, activity restrictions, and socioe-
conomic status. (31-33) Despite the psychological im-
pacts of illness, pediatric PICU patients (25) and children
with HIV/AIDS, (34) leprosy, (35) and asthma (36) also
reported positive feelings, such as hope and content-
ment. Examples of when primarily positive emotions
arose were when children had a positive outlook on life,
(34,36) were knowledgeable about their illness, (35) and
felt supported by healthcare providers. (25) While chil-
dren’s emotions varied with the severity and nature of
their illness, their interpersonal experiences, access to

resources in healthcare facilities, and communities also

contributed to their positive and negative emotions. For
example, social exclusion and discrimination led to neg-
ative emotions, (29,30) while support and comfort from
healthcare providers and family helped to attenuate the
negative effects of illness (25, 34-36).

3.5 | Children had varying levels of
knowledge regarding their health,
treatment, and the consequences of illness.

Fifteen studies showed that children had varying levels
of knowledge regarding their health. Children’s beliefs
and understanding of their illness and symptoms were
shaped by their sociocultural backgrounds. Differences
in health-related knowledge were particularly evident
in children with thalassemia (37) and post-menarche
girls. (32) For example, educated Hindu youth with tha-
lassemia attributed their illness to medical causes, such
as lack of prenatal screening. (37) Conversely, Muslim re-
spondents (regardless of education level) believed that
their illness was caused by a “sinful past”. (37) For post-
menarche girls, perceptions of menstruation varied by
maternal education, such that adolescents from rural ar-
eas, where women’s educational attainment was typi-
cally low, had significantly worse attitudes towards men-
struation than their urban counterparts. (32) In partic-
ular, rural adolescents were less inclined to ask ques-
tions about and discuss menstruation, contributing to
a poor understanding of menstrual symptoms, inability
to identify organs involved in menstruation, and nega-
tive emotions such as feeling “ugly” or “gross”. (32) Re-
garding other illnesses, such as those with HIV/AIDS
or sickle cell hemoglobinopathy, most youth had some
knowledge related to medication, treatment, and/or pre-
vention. (34,38,39)

Overall, family, teachers, and friends played the
greatest role in children’s health-related knowledge
and attitudes. Post-menarche girls, for example, of-
ten learned about menstruation from their mothers,
(26-28,40). Youth who used tobacco, areca nut (a type
of nut with similar properties as nicotine which is usu-
ally chewed and can be harmful to one’s health), and

other drugs were influenced by friends and/or by wit-
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nessing family members use substances. (41-43) These
different sources of knowledge influenced the accuracy
and scope of children’s health knowledge, as well as
their understanding of the importance of treatment and
consequences of untreated illness. Although most chil-
dren understood the severity and impact of their vari-
ous illnesses, most had incomplete knowledge regard-
ing their symptoms and treatment, which negatively af-
fected treatment seeking, medication compliance, and
quality of life. For example, children with asthma com-
monly reported poor understanding of their disease,
contributing to medication resistance. (44) Similarly,
children with poor spectacle compliance reported that
their parents did not understand their vision problems
and that they themselves did not know what “normal”
vision was (30) Although post-menarche girls commonly
reported experiencing abnormal menstrual symptoms
such as UTls, infections, and lacerations, the vast ma-

jority did not seek medical treatment. (45,46)

3.6 | Theimpacts of health and illness
extended beyond children’s physical
well-being.

Forty-one studies showcased how the impacts of health
and illness extended beyond children’s physical well-
being. Children's various health statuses impacted their
physical, emotional, and developmental well-being re-
gardless of illness type and severity. Moreover, chil-
dren’s well-being varied with age, gender, and socioe-
conomic status (SES) such that girls, youth 12 years
and older, and children with low SES tended to report
greater physical and emotional burden and lower qual-
ity of life. (32,33,47,48) Although all children reported
negative physical sensations such as discomfort, pain, or
weakness, they tended to speak more about the impacts
of health on their daily activities. Thus, children with
health problems (e.g., vision deficits, dental issues, tha-
lassemia, HIV/AIDS) generally reported lower quality of
life than their healthy counterparts. (23,42,48,49)

One of the most common issues reported by children
was the negative effect of illness on their schooling and

relationships with peers. This was particularly salient

for children with dental problems, (47) vision impair-
ments, (30) thalassemia, (37) sickle cell hemoglobinopa-
thy, (38) HIV/AIDS, (34) musculoskeletal pain, (50) and
unpleasant menstrual symptoms. (29) Children often
complained of school absences due to physical symp-
toms, lack of support, and inadequate facilities to ac-
commodate their health needs. (29,34,50,51) For ex-
ample, children with sickle cell hemoglobinopathy and
thalassemia expressed a lack of support from teachers.
(37,38) Children with spectacles reported being teased
by school peers (30) and post-menarchal adolescent
girls reported having to cope with unhygienic, poorly
equipped bathroom facilities that lacked privacy. (29)

Children’s
perceptions,

health also impacted their self-
such that youth with thalassemia,
(37) cancer, (24) and sickle cell hemoglobinopathy
(38) perceived their diagnosis as a psychological and
economic burden for their family and society. Negative
self-perceptions usually arose due to feelings of depen-
dence, (24,37) disablement, and guilt. (38) Children’s
concerns also revolved around their self-image and
(44,52-54)

While some children with dental fluorosis reported

desires to be like their “healthy” peers.

that they liked the appearance of their teeth, others
were worried about their appearance. (52) For children
with vision impairments, appearance was an important
contributing factor towards spectacle non-compliance,

particularly amongst girls. (30,55)

3.7 | Children had the capacity to
identify and communicate their
health-related needs.

Twelve studies highlighted children’s capacity to identify
and communicate their health-related needs. Despite
the physical and psychosocial challenges associated
with ill-health, children were able to identify and com-
municate their health-related needs when their voices
were elicited during interviews, focus groups, or self-
report questionnaires. For example, adolescents with
thalassemia, (37) cancer, (24) and leprosy (53) demon-
strated understanding of their coping needs by express-

ing their desires for better access to counselling and
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psychological support. Children’s desires also extended
beyond their personal needs: when asked what can be
done to improve the intensive care unit, PICU patients
suggested implementing “more beds so that more sick
children can be in intensive care”. (25)

Although few studies examined children’s commu-
nication with healthcare providers, Tiwari et al. (56)
found that children with end-stage renal disease were
able to ask questions and talk to doctors, nurses, and
other staff about their health. Children also revealed
the most insight towards their health in group settings
with other youth having similar health conditions. For
example, results from a focus group study by Narayanan
et al. (30) showed that youth with vision deficits had
several ideas to encourage spectacle-compliance such
as implementing science clubs to deliver education, em-
phasizing teachers’ roles in the education and encour-
agement of spectacle-use, and providing trendy frames.
Similarly, adolescents with various disabilities (e.g. hear-
ing and vision impairments, and poliovirus) who partic-
ipated in a community-based rehabilitation programme
with other youth, with and without disabilities, provided
several insights toward their experiences, desires, and
needs. (57) The adolescents reported wanting more ed-
ucation, freedom to engage in day-to-day activities (e.g.
social interactions, play, and going outside), and having
someone to talk to about their emotions. (57) Despite
their restrictions, the youth with disabilities viewed the
group setting as a fun and effective way to engage with
their community, assume control over their rehabilita-

tion, and take charge of their lives. (57)

4 | DISCUSSION

The purpose of this scoping review was to examine
children’s health-related experiences in India, includ-
ing children’s participation, perceptions, knowledge, and
decision-making capacities in matters concerning their
health, as well as to identify gaps in the current liter-
ature. Despite children’s various health statuses and
India’s pluralistic society, (58) children often reported

similar health-related experiences, some of which paral-

leled circumstances in Western societies. (7-10) Over-
all, the studies were diverse in scope, topic, and fo-
cus, consisting of various methodologies and study tools
such as self-report questionnaires, focus groups, inter-
views, participant observations, and children’s drawings.
In turn, this scoping review revealed a range of topics
related to children’s perspectives such as their recollec-
tions, feelings and emotions, and knowledge about their
illnesses/symptoms. These aspects shed light on chil-
dren’s unique perspectives of their health in India, which
can serve to enrich our understanding of their best inter-
ests. Rendering children’s perspectives visible can influ-
ence how healthcare providers and other adults under-
stand and address children’s best interests in the provi-

sion of care, which is rooted in childhood ethics.

Most children had clear recollections of their health
experiences regardless of illness, symptoms, and sur-
roundings (school, hospital, community). Children and
youth were particularly attuned to healthcare providers’
actions, contributing to positive and negative attitudes
towards health. For example, children recounted re-
ceiving discourteous service from healthcare staff, (23)
but also being treated nicely by PICU nurses and doc-
tors. (25) Researchers examining nurse-patient interac-
tions with hospitalized children in Spain reported simi-
lar findings, such that children evaluated their treatment
based on their perceptions of nurses’ affect, interest,
and sympathy towards them. (59) Youth used nurses’ be-
havioural signals to distinguish between their preferred
healthcare providers, contributing towards their treat-
ment compliance and adaptation to hospitalization. (59)
Additionally, Ullan et al. (60) found that unlike adults,
children appeared to be more sensitive to the “symbolic”
aspects of hospitalization, such as the emotional pro-
cesses, needs, preferences, and behaviours of hospital
users. Similarly, the studies in this scoping review high-
lighted that: a) children were observant of healthcare
staff's behaviours towards themselves and others; and
b) their observations directly impacted their emotions
and perceptions regarding their health-related experi-
ences.

In the Indian context, parents and peers influenced

children’s health-related attitudes, knowledge, and prac-
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tices. Common challenges including medical non-
compliance, poor psychosocial well-being, and lack of
health knowledge were often exacerbated by low SES
and inadequate support from family, teachers, and
friends. These findings align with recent research by
Olsen et al., (61) who found that European adolescents
who had undergone ulcerative colitis surgery reported
feeling “deserted, misunderstood, and ignored” by fam-
ily and friends due to personal physical changes and
school absences. In addition, researchers from Canada
and the United States explained that children with a low
SES are less likely to have access to medical care, nu-
trition, and environmental stimuli, increasing the likeli-
hood of injury, mental and physical iliness, and develop-
mental delay. (62- 64) Despite some similarities, there
were notable differences between children’s health ex-
periences in India and Western countries, particularly re-
lated to menstruation and areca nut chewing. For exam-
ple, American girls/females appeared to be more knowl-
edgeable and accepting of menstruation, (65,66) had
greater access to menstrual products (e.g., pads, tam-
pons), (67) and adhered to less strict social restrictions
(e.g., being able to attend school and family/religious
events) (67) compared to girls from low and middle-
income countries. In addition, research on areca nut
chewing was limited to South Asia likely due to where it
is grown, with only one study conducted in Europe that
showed that children who used areca nut were exclu-
sively South Asian. (68)

Finally, although only 16 out of 52 studies elicited
children’s health-related opinions via interviews or fo-
cus groups, the qualitative and mixed-methods stud-
ies showed that children recognized their needs and
desires, were insightful when suggesting healthcare
changes, and appeared to be more engaged in health
discussions in groups settings with other youth. Sim-
ilarly, Livesley and Long (69) found that hospitalized
children in England actively resisted passive roles in
healthcare settings and worked hard to assert their
competence, knowledge, and capabilities. The notion
that peer groups are effective in promoting well-being,
knowledge-acquisition and exchange, and collaboration

is well supported in research. (70,71) In an overview

of loneliness across the lifespan, Qualter et al. (72)
described how children increasingly value peer accep-
tance, intimacy, and social standing as they age. Conse-
quently, disruptions in social functioning by poor health
can contribute to feelings of rejection, negative atti-
tudes towards health, and low self-esteem, which were
all common issues in this scoping review. The utilization
of focus groups to elicit children’s voices therefore sup-
ported young people’s psychosocial well-being by pro-
viding an safe environment to communicate health con-

cerns and interact with peers. (72-74)

4.1 | Gaps and limitations

Although we have identified research examining chil-
dren’s health-related experiences from their perspec-
tives in India, we limited the evidence to empirical stud-
ies. Thus, further research into normative standards is
required to examine the how notions of participation,
inclusion, agency, consent, and assent are viewed in
the Indian context, what practices are recommended
based upon these views, and if the evidence summa-
rized in this review reflects the adoption of practices.
Next, studies were excluded from the review if they
examined the health-related knowledge, attitudes, and
beliefs of children who were not symptomatic or diag-
nosed with an illness (e.g., perception of boys towards
menstruation). Given the importance of peer relations
towards children’s health-related experiences, we rec-
ommend an extensive examination of the public health
literature. This would provide a more comprehensive
understanding of how children perceive their health in
India. In terms of methodology, 36 out of 52 stud-
ies included in this review used only quantitative meth-
ods (e.g., questionnaires, objective medical examina-
tions) to explore children’s health-related experiences,
mostly related to quality of life. Although question-
naires are a quick, economic, and effective way to deter-
mine individuals’ perceptions regarding a specific topic,
questionnaire-use may also lead to bias or reflect the
preconceptions of the researcher instead, thus failing to
truly capture the participants views, experiences, and

voice. (75) Finally, the studies featured in this scoping
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review were heterogeneous in terms of participant so-
ciodemographic background, ilinesses, methodologies,
and findings, which precluded our ability to showcase
potential relationships between children’s sociodemo-
graphic characteristics and contexts (e.g., religion, so-
cioeconomic background, gender/sex) and their health
experiences. However, delving into these potential re-
lationships through further empirical studies may help
researchers and healthcare providers better understand
the unique healthcare needs of children in India.

4.2 | Future directions and implications
for practice

Through this scoping review, we have identified a need
for more qualitative, interview-based, and child-centric
methodologies (e.g., art, play) in conducting research
with children. This will help to fully capture their health-
related experiences, promote their inclusion in care,
and support the provision of ethical care by healthcare
providers. In terms of practice, this review highlighted
the clear need for family-centred interventions that fo-
cus on providing health education to parents of chil-
dren with health conditions, as well as enhancing health
education in school settings. Furthermore, young peo-
ple expressed insightful suggestions to improve care,
showcasing the need for healthcare providers to elicit
young people’s voices and recognize the impact that clin-
icians may unconsciously have on children’s health expe-
riences. Future researchers may consider conducting a
more focused review of the literature pertaining to spe-
cific ethical concerns or consequences impacting chil-
dren. In all, this review provides a foundational body
of evidence to serve as a starting point for continued
research in the area of children’s perspectives towards
their health in India.

5 | CONCLUSIONS

The themes identified from this review demonstrated
that ill and symptomatic children in India often ex-

pressed similar health-related experiences, views, and

needs across several domains of life despite their var-
ious health statuses, experiences, and backgrounds.
These domains were not restricted to their immediate
medical milieu, but rather extended to children’s rela-
tionships, schooling, and activities of daily living. This
scoping review identified key areas for improvement in
children’s healthcare including the need to elicit chil-
dren’s voices during care, provision of adequate psy-
chosocial support, enhancing health education, and
training healthcare providers to recognize the impact of
their behaviours on children’s health experiences while
taking actions to provide appropriate, sensitive care.
Given the widespread impacts of health services on
other areas of children’s lives, research in healthcare and
childhood ethics play an integral part in insuring that
these impacts are known and considered by those who
make healthcare decisions in children’s best interests.
By highlighting this link, our scoping review contributes
to children’s healthcare and childhood ethics research.
Although more research is needed to fully understand
children’s health-related experiences in India, the devel-
opment of an ongoing dialogue between researchers,
healthcare providers, as well as children and families can
promote the inclusion of children in their own care and
lead to improved health research and practices that are

suitable for young people in India.
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TABLE 1 Brief summary of articles included in the

scoping review.



2 | MM

Wang et al.

Major Themes

Sub-themes

Children recalled detailed health-related experi-
ences in healthcare facilities and communities

Children expressed both positive and negative
emotions related to their health

Children had varying levels of knowledge regarding
their health, treatment, and the consequences of
iliness

The impacts of health and illness extended beyond
children’s physical well-being

Children had the capacity to identify and
communicate their health-related needs to

clinicians and researchers

Children had vivid memories of favourable and unfavourable
events in the healthcare setting and community

Negative emotions primarily arose when children experienced
uncomfortable symptoms, uncertainty, and health-related limita-

tions

Positive emotions primarily arose when children were knowl-
edgeable about their health, felt supported, and/or maintained
a positive outlook

Children’s health-related knowledge and attitudes were influ-
enced by their sociocultural backgrounds

Family and peers were the most commonly reported sources of
health-related information which influenced the accuracy and

scope of children’s health-related knowledge

Most children had incomplete knowledge regarding their ill-
ness/symptoms, contributing to distress, confusion, and poor

treatment compliance

lliness significantly disrupted children’s schooling, social relation-
ships, and day-to-day activities such that children reported un-
wanted school absences, exclusion from peers and family, diffi-
culties with activities of daily living, and other social and physical

limitations and restrictions

lliness impacted children differently depending on gender, age,
and background

Children understood the additional stressors associated with ill-
ness, expressed their need for more psychosocial support, and
took into consideration the needs of other ill children when mak-
ing suggestions to improve care

Children spoke openly about their health-related needs and de-
sires when their voices were elicited

Children were most empowered in collaborative group settings
with healthy peers and youth who have similar conditions

TABLE 2 Summary of main themes and subthemes



