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Review Paper
Exploring the Conditions of Lost Individuals in Need of 
Care: A Review of Caregivers of Children With Special 
Needs (Shadow Nurses)

Background: Nowadays, caring for children with special conditions is one of the important 
areas of health and social welfare. Children with special needs, for reasons such as physical, 
mental, behavioral disorders, or chronic diseases, require specialized and comprehensive care. 
Parents, caregivers, other family members, home nurses, childminders, maternity assistants, 
and specialized educators, as shadow nurses, cover an important part of the vital, social, 
educational, and emotional needs of these children. Besides the children’s health, the health of 
these people also needs to be considered. 

Objectives: This study aims to highlight the crucial role of “shadow nurses” in enhancing 
the physical and psychological wellbeing of children with special needs and to offer 
recommendations to advance awareness and social support for this group within the nation’s 
healthcare and educational sectors.

Methods: This review followed the PRISMA framework and included studies identified through 
searches across multiple databases, including PubMed, Scopus, Web of Science, Google 
Scholar, SID, Magiran, IranMedex, UpToDate, and Embase. The selection covered both Persian 
and English articles published between 2017 and 2025.

Results: The findings indicate that providing specialized care by shadow nurses has a very 
positive impact on the child’s overall health and treatment process. Shadow nurses, by providing 
specialized medical, psychological, and social support, enhance the child’s capabilities, improve 
disease management, and reduce the risk of complications. The most important shadow nurses 
are parents, who are the child’s closest, most important, and most influential people. 

Conclusions: Extensive support from shadow nurses, particularly parents, is crucial. As primary 
shadow nurses, parents provide physical and therapeutic care, offer essential emotional 
support, teach life skills, and foster a safe and nurturing environment. This all-encompassing 
support boosts the child’s confidence, aids psychological and social growth, and enhances 
overall health and quality of life. As the child’s quality of life improves, it positively affects the 
wellbeing of family members, especially parents.
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Introduction

child’s illness or disability affects the whole 
family. A significant number of children 
around the world has some disability. Ac-
cording to the World Health Organization 
(WHO) and UNICEF, this figure includes more 

than 240 million children in the world, for every 10 chil-
dren there is a disabled child (1/10). Since there are no 
exact statistics on the number of families with disabled 
children, given the number of disabled children (more 
than 240 million disabled children), it can be estimat-
ed that millions of families in the world have disabled 
children. It is noteworthy that 75% of children with dis-
abilities live in developing countries, but in the United 
States, approximately one-fifth of families are responsi-
ble for caring for a child with a chronic health condition 
[1]. In any case, this impressive figure shows the urgent 
need to support these children. It shows the family as 
the most important and closest caregivers for children. 
Children inevitably experience illness during their early 
years, with conditions ranging from acute issues such as 
the common cold to chronic diseases like cystic fibrosis 
or disabilities [2]. Still, the hospitalization of a child is a 
source of risk, stress, and strain for parents [3-8]. Hos-
pitalization represents a critical experience for ill chil-
dren, significantly disrupting the equilibrium between 
the children and their families. Admission to the hos-
pital exposes them to challenging and often distressing 
procedures that induce both physical and psychological 
discomfort [9].

A child’s illness generates substantial stress and anxi-
ety across the entire family. Beyond impacting the child 
directly, it also influences parents, siblings, and other 
relatives [3-8]. Some illnesses improve over time, and 
the child regains his health, but some illnesses are 
chronic, and disabilities remain with the person for the 
rest of his life, which imposes a lot of pressure on the 
child and the family. It creates a psychological burden, a 
care burden, an economic burden, a social burden, etc., 
for all family members and leads to physical, mental, 
and psychological tensions.

Not only does the sick child need support and care, but 
the child’s parents, caregivers, and child care providers 
do as well. Throughout a child’s hospitalization, care is 
provided not only to the child but also to their parents. 
Parents are considered vital members of the care team 
and are encouraged to remain with their child in the 
hospital ward. Their presence contributes to the child’s 
safety and reduces anxiety. Additionally, nurses support 
the child’s adjustment to the new environment by fos-

tering interactions and collaboration between the child 
and the parent [10]. While parents or caregivers often 
embrace their role willingly, the extra demands and 
pressures of caregiving—frequently coupled with insuf-
ficient skills, resources, and support—expose them and 
their families to heightened risks of stress, diminished 
functioning, declining wellbeing, and a lower quality of 
life. In fact, the quality of individual, family, professional, 
and social life of family members will change due to the 
child’s illness [11]. However, improved emotional and 
psychological wellbeing among parents correlates with 
enhanced mental and physical health outcomes in their 
children [12-14]. Therefore, implementing strategies 
to build parental capacity and improve their wellbeing 
and quality of life is vital for comprehensively support-
ing the growth of children with disabilities [15]. To en-
hance children’s health outcomes, the caregiving needs 
of their parents must be prioritized [16].

Studies indicate that caregiving frequently imposes 
substantial stress, creating social, emotional, behavior-
al, and financial burdens on caregivers, which heightens 
their vulnerability to mental health issues like depres-
sion and anxiety, as well as physical ailments. Caregivers 
are just as susceptible to psychological stress as patients 
[16-20]. So, decisions must be made to prevent potential 
harm to the child and the child’s caregivers and parents, 
to mitigate hospitalization’s adverse effects on children. 
Parents should participate in all nursing interventions, 
and there should be effective communication among 
children, parents, and nurses. Providing clear medical 
information about the child’s condition addresses ques-
tions and alleviates parental anxiety [21].

Family-centered support for sick children is one of the 
basic and effective strategies for improving the child’s 
and the family’s physical, psychological, and social sta-
tus. Experience has shown that when the families of 
sick children, especially parents, receive the necessary 
support, not only will the child have a greater chance 
of achieving treatment goals and personal growth, but 
family and marital relationships will also improve, and 
greater resilience to the stresses, pressures, and dan-
gers of the disease will be achieved. Different support 
areas include psychological support (receiving counsel-
ing and education to cope with emotional pressures 
and accept new living conditions), financial support 
(providing medical, pharmaceutical, and care costs 
that are usually beyond the family’s ability), social sup-
port (creating connections with associations, support 
groups, and benefiting from the experiences of similar 
families to reduce isolation and increase hope), practi-
cal and executive support (facilitating access to medi-
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cal services, rehabilitation, transportation, and special 
care), and informational support (access to educational 
resources and accurate information about the disease, 
care methods, and better management of the child’s 
condition).

Family-centered practice, the primary framework for 
supporting children with developmental delays and 
disabilities, addresses stressors while leveraging family 
strengths to enhance overall family functioning [22]. In 
this regard, family-centered support is a comprehensive 
approach that places not only the child, but also the 
entire family on the path to empowerment and coping 
with the crisis, and prevents negative psychological and 
social consequences. Creating such support can main-
tain the mental health of children, parents, and other 
family members and enhance their level of cooperation 
and adaptation.

The health and quality of life of patients are as im-
portant as those of their parents, companions, and 
caregivers. In this article, caregivers include parents, 
siblings, grandparents, educators, and child care pro-
viders, although everyone in direct contact with the 
child, in the family and social environment, is part of 
the chain of caregivers for children with special needs. 
The present study points to those who are missing and 
need support and care—the forgotten who have a very 
important mission in caring for sick and disabled chil-
dren. Accordingly, the purpose of the present study is 
to investigate the circumstances of missing persons in 
need of care, with a focus on caregivers of children with 
special needs. In this study, shadow nurses are referred 
to as parents, caregivers, and nurses of sick children. To 
give power to sick children, their parents must also be 

empowered, and their quality of life must be improved. 
They need more support and care than parents of nor-
mal or healthy children. This study emphasizes the need 
for tailored support systems—such as education, coun-
seling, and community resources—to reinforce care-
giver resilience and improve coping, thereby enhancing 
the quality of life for children and their families.

Materials and Methods

This systematic review adhered to PRISMA guidelines 
and searched databases including PubMed, Scopus, 
Web of Science, UpToDate, Google Scholar, and Embase. 
Keywords from Table 1 were combined using Boolean 
operators to identify relevant Persian and English ar-
ticles published between 2011 and 2025. Caregivers of 
children with special needs include children with acute 
or chronic disabilities, physical, mental, sensory, or de-
velopmental disabilities, or specific and chronic illnesses 
(CI) who require specialized and daily care. Caregivers 
must be adults (usually over 18). They may include par-
ents, family members, day care nurses, social workers, 
and other formal or informal caregivers responsible for 
the child’s ongoing daily care.

The children in care must have special needs, includ-
ing requiring daily care, chronic or long-term disabilities, 
or specific medical conditions (children with disabilities, 
gifted children, talented children, children with special 
talents, children with impairments, differently-abled 
children). First, researcher one screened the titles and 
abstracts of all retrieved articles. Selected relevant ar-
ticles then underwent full-text evaluation. In the second 
stage, the researcher number two conducted the con-
tent analysis of the selected articles. After extracting the 

Table 1. Search strategy

Variables Keywords

Needing care “Requiring assistance*” OR “dependent on help*” OR “dependent on help*” OR “requiring supervision*” OR 
“vulnerable to neglect*”.

Caregivers “Caretakers*” OR “nurses*” OR “guardians*” “attendants*” OR “support providers” OR “peer support*”.

Children with special condi-
tions

“Differently-abled children*” OR “children with disabilities” OR “children with developmental delays*” OR 
“children with chronic illnesses*” OR “children requiring special education*” OR «children with special 
needs*”.

Exceptional children «Children with disabilities*” OR “gifted children*” OR “talented children*” OR “children with special tal-
ents*” OR “ children with impairments*” OR “differently-abled children".

Shadow nurse «Personal caregiver*” OR “medical attendant*” OR “support nurse*” OR “care assistant*” OR “special needs 
aide*”.

Parents «Parents*” OR “guardians*” OR “caretakers*” OR “mother and father*” OR “primary caregivers*” OR “fam-
ily caregivers*”.

Sick child «Ill child*” OR “child with illness*” OR “child patient*” OR “ailing child*” OR “child with a health condition*”.
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eligible articles, the general data, study characteristics, 
and results were summarized in Table 2. Articles not di-
rectly related to caregivers of children with disabilities 
or to unrelated populations were excluded to maintain 
specificity. Data extraction was performed by research-
ers one and two together. Sources were filtered based 
on criteria such as publication date, study type, and 
journal reputation. The extracted data was subjected 
to content analysis. Finally, the results were categorized 
and presented in this article (Figure 1).

Results

The findings were organized into thematic categories 
illustrating the multidimensional conditions faced by 
caregivers, including emotional stress, lack of support, 
social isolation, financial strain, and empowerment in-
terventions. The review also highlights recommended 

support strategies and policies to improve caregiver 
wellbeing. This methodology ensures a structured, 
comprehensive analysis of the existing scholarship, en-
abling a holistic understanding of the complex realities 
experienced by caregivers of children with special needs 
(especially parents), also known as shadow nurses.

Discussion

Focusing solely on the child’s illness should not lead 
to neglecting the needs and wellbeing of those around 
them, especially the parents and caregivers of the sick 
child. Caring for a sick child places a great deal of physi-
cal, psychological, and emotional strain on the family 
and caregivers. If this support and care are not provided 
to the parents and those around them, it may lead to 
physical and mental exhaustion, chronic stress, and 
even a decrease in the quality of care for the child. Com-

Figure 1. Article search algorithm in a database
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Table 2. The characteristics of the eligible studies 

Study Title Main Findings

Zamani & Ansari Shahidi 2017 [23]

Prevalence of psychological disorders 
among caregivers of children with 
intellectual disabilities and motor 

disabilities in Hamadan

Caregivers of children with cognitive impairments most 
often face hostility, excessive sensitivity in social interactions, 

anxious feelings, and depressive states. Those supporting 
children with physical limitations typically encounter somatic 
symptoms, relational vulnerability, suspicious thinking, and 

worry.

Doupnik et al. 2017 [24]
Parent coping support interventions 
during acute Pediatric hospitaliza-

tions: A meta-analysis

Support interventions for parental coping can reduce 
psychological stress during children’s acute hospitalizations. 
Additional research is required to confirm the benefits for 
the children themselves. The results of this study showed 

that we need more studies in this field worldwide.

Tork Zahrani et al. 2018 [25]
Efficacy of peer support on growth 
patterns of infants below one year 

old

Examining the effectiveness of peer support in promoting 
continued breastfeeding among mothers, peer support is 

beneficial for infant growth and development.

Pinquart 2018 [26] Parenting stress in caregivers of chil-
dren with chronic physical conditions

Child behavior problems and low parental mental health 
were the strongest factors linked to parenting stress. These 
findings identify parents most in need of interventions that 

target child behavioral issues, improve parental mental 
health, enhance marital satisfaction and social support, and 

teach stress coping skills.

Ashcraft et al. 2019 [27] 
Parent Empowerment in pediatric 
health care settings: A systematic 
review of observational studies

Parent empowerment can lead to greater parental participa-
tion in daily caregiving and decision-making, improvements 
in child symptoms, better fulfillment of informational needs 
and skills, and increased advocacy and altruistic actions. This 
empowerment is supported by strong parent-provider rela-
tionships, coordinated healthcare and community services, 

and the addressing of parents’ cognitive and emotional 
needs.

Arief & Rachmawati 2019 [28] Parent empowerment program in 
caring for children with leukemia

Family behaviors in managing children with leukemia encom-
pass knowledge, attitudes, and practices. Nurses can support 
families by implementing parent empowerment initiatives, 
enabling better collaboration with physicians in leukemia 

treatment.

Moraes et al. 2021 [29]
Support group for families with 

children in
a pediatric intensive care unit 

Developing and launching a support group for families of 
children in the pediatric intensive care unit, using manage-
ment and planning tools, is an absolute necessity, and the 
support group is an effective tool for reducing family stress 

and improving therapeutic relationships in the PICU.

Dehvan et al. 2021 [30]

The effect of educational support 
program on the amount of caregiver

burden on the parents of children 
with cancer admitted to the oncology

ward of Bes
at Hospital in Sanandaj, 2021

Educational interventions provide sustained relief from 
caregiving stress, demonstrating long-term effectiveness. 
Educational interventions effectively decrease caregiving 

stress.

Smith et al. 2022 [31]

“You never exhale fully because 
you’re not sure what’s next”: Parents’ 
experiences of stress caring for chil-

dren with chronic conditions

Parents’ stress from caring for children with CI aligns with the 
job-demand-control-support model of occupational stress. 

This framework aids practitioners while highlighting parents’ 
dual roles as constant caregivers and professionals managing 

round-the-clock demands.

Willemen et al. 2022 [32]
The working mechanisms of parental 

involvement in interventions for 
children with chronic illness

Recognizing that coping skills and parenting stress mediate 
parental involvement benefits allows for targeted interven-
tions optimizing outcomes for children with CI while reduc-

ing risks of internalizing disorders.

Lancaster et al. 2023 [33] 

Effectiveness of peer support pro-
grams for improving wellbeing and 
quality of life in parents/carers of 

children with disabilities or chronic 
illness

Peer support effectively reduces distress and enhances 
wellbeing and quality of life for parents of children with dis-
abilities, though evidence quality is limited by high bias risk 
in studies. Future research requires more rigorous methods 

to validate the benefits of these programs better.

Franco et al. 2024 [1] Exploring how parents of chronically 
ill children learn self-compassion

Findings guide future research on engagement mechanisms 
in programs and the pathways by which self-compassion pro-
motes mental health benefits for parents of children with CI.

A Review of Caregivers of Children With Special Needs Shadow Nurses. J Pediatr Rev. 2026; 14(1):53-62.
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prehensive and effective care occurs when the “family 
and caregivers” are supported and cared for in line with 
the “sick child.” This approach strengthens the sup-
port system, making it more stable and effective while 
enhancing quality of life for both the child and family. 
Parents or caregivers of ill children face multifaceted 
challenges spanning psychosocial, physical, social, eco-
nomic, and cultural domains. They often endure high 
stress, anxiety, tension, and burnout from constant con-
dition management, compounded by limited health-
care access, which leads to social isolation, financial 
strain, educational barriers, and rejection. Therefore, 
addressing these challenges is essential not only for the 
wellbeing of caregivers but also for the overall health 
outcomes of the children in their care. Topics such as 
caregiver support for chronic childhood illnesses, pa-
rental empowerment in pediatric healthcare, psycho-
logical assistance for parents of ill children, quality of life 
among caregivers of children with special health needs, 
social support effects on parents of hospitalized chil-
dren, and interventions to alleviate caregiving burden in 
pediatric nursing all relate to supporting caregivers of 
sick children, particularly their parents.

Some children thrive in normal conditions with health 
and medical support and proper care. Still, due to the pres-
sures and tensions during the child’s illness, the health of 
the parents and caregivers of the child is at risk, and some 
of these conditions remain permanent, and the parents 
bear the damage as a burden until the end of their lives. 
Therefore, in exchange for caring for the child, care for the 
parents must also be provided. This care can be financial 
support, health support, medical support, social support, 
emotional support, psychological support. A support-ori-
ented educational program includes an educational and 
support section that, if implemented, increases parents’ 
level of information about disease recognition, adaptation 
skills, stress coping methods, disease recognition methods, 

causes and symptoms, prognosis, problem-solving devel-
opment, time management, how to access resources and 
support services and charitable associations, and reduces 
the burden of parental care [36-38]. Interventions that as-
sist parents in managing hospitalization through communi-
cation, empathy, education, tangible resources, or similar 
approaches effectively enhance parental wellbeing during 
and following their child’s hospital stay [24]. Interventions 
and supports should address reducing child behavioral 
problems, improving parental mental health, increasing 
marital quality and overall social support, and coping skills 
with stressors [26]. Research highlights the importance 
of developing educational, psychological, and social sup-
port initiatives to alleviate parental psychological distress. 
Self-compassion programs and online interventions have 
demonstrated effectiveness in lowering parental stress 
levels [1]. Family involvement takes precedence across all 
support modalities. When parents engage in cognitive-
behavioral programs for children with chronic conditions, 
it enhances children’s proactive coping skills, reduces pa-
rental stress, and ultimately reduces psychological issues 
in children [32]. Family-centered empowerment programs 
enhance parents’ understanding of family-centered care 
principles among hospitalized children [35].

The challenges facing families with sick children are deep 
and widespread, and simply using the general word “sup-
port” alone cannot address these problems. In fact, what 
families with sick children need is systematic support, 
based on specific, scientific protocols, carried out in an 
organized and purposeful manner, to ensure the physical, 
mental, and social health of the entire family. It has high-
lighted challenges such as feeling unheard, chronic stress, 
and a change in identity for parents of sick children. Some 
research has highlighted the need for better access to 
support, more effective communication with healthcare 
professionals, and regular assessment of parental stress. 
Because parental stress is higher in families with sick chil-

Study Title Main Findings

Shoghi et al. [34]

Evaluation of peer education on 
parental stress and situational anxiety 

in mothers of premature infants 
hospitalized in NICU

Peer education has proven to be an effective strategy for al-
leviating parental stress and situational anxiety in mothers of 
premature infants. It is advised that neonatal intensive care 
nurses and other healthcare professionals incorporate peer 

involvement in educational programs for these mothers.

Motamedifard at al. [35]

The effect of family-centered empow-
erment training on the perception of 

family-centered care by parents of 
hospitalized children

Family-centered empowerment training enhances parents’ 
comprehension of family-centered care for hospitalized 

children. Given its importance, affordability, and efficacy, 
this model can elevate the quality of nursing care and boost 

parental involvement in their children’s care.

Khalili et al. [16] Care needs of parents with epileptic 
children: A systematic review

To improve the health status of children with epilepsy, their 
parents’ care needs should first be considered. The health-

care providers should provide healthcare services to the 
parents of epileptic children tailored to the identified needs.

A Review of Caregivers of Children With Special Needs Shadow Nurses. J Pediatr Rev. 2026; 14(1):53-62.
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dren and requires more attention and support [26], care-
givers of children with special needs face significant mental 
health challenges, primarily stemming from inadequate 
adjustment to their child’s disability and unmet personal 
needs [23]. Stress levels fluctuate based on disease sever-
ity and duration, the child’s age, parental gender and psy-
chological status, marital satisfaction, relationship quality, 
and available support [26]. These differences will damage 
the foundation of the family. Decision-makers and policy-
makers at the micro and macro levels of society need to 
pay special attention to this issue.

What is important is that parents with sick children 
were motivated to participate in support programs be-
cause they were receptive to change and believed in 
the program’s value. They usually followed the support 
program and had a strong desire to improve their qual-
ity of life. In addition, empowering parents can increase 
their participation in daily care and treatment decisions, 
improve the management of the child’s symptoms, 
strengthen their information needs and skills, and en-
hance their advocacy capacity [27]. Empowerment pro-
grams not only improve parents’ skills but also support 
parents and caregivers throughout the child’s treatment 
process. So, empowering parents empowers children. 

Strategies for supporting parents with sick children 
include comprehensive psychological, financial, social, 
educational, and practical support that is provided 
systematically and purposefully to ensure the health 
and empowerment of the family: psychological sup-
port, financial support, social support, informational 
and educational support, practical and executive sup-
port, and continuous and planned support. Together, 
these strategies empower parents, reduce psychologi-
cal and economic burden, increase family satisfaction 
and health, and improve the quality of care for the sick 
child. For example, support group technology in pedi-
atric care is an effective strategy to foster interaction, 
provide emotional support, build interpersonal connec-
tions, and facilitate family adjustment to having a hospi-
talized child. These groups also create opportunities to 
express emotions, needs, expectations, and concerns, 
thereby strengthening social support networks [29, 39]. 
Programs linking parents with peers facing similar chal-
lenges effectively alleviate psychological distress and 
enhance wellbeing and quality of life for caregivers of 
children with special needs [33]. Peer support can signif-
icantly reduce parental psychological burden, improve 
caregivers’ mental health, and reduce parental stress 
[25, 34, 40].

Conclusion

Ensuring simple, practical access to counseling and 
support services for families of sick children plays a cru-
cial role in fostering their mental and emotional tran-
quility. This support not only alleviates parents’ internal 
stress and worries but also boosts their motivation and 
hope for active participation in their child’s care and 
treatment. As mentioned, early intervention is not only 
effective in accelerating the growth and recovery of chil-
dren but also lays the foundation for better, continuous, 
and more efficient care by promoting family awareness 
and support. Special attention is needed in support-
ing parents, especially “shadow nurses” (parents and 
caregivers who play the main role in care but are less 
visible and less supported). In many cases, these par-
ents play a key role in the treatment and care process 
more than the child themselves, and therefore: Their 
mental, physical, and social status should be continu-
ously assessed. They need to benefit from multilateral 
and coordinated support from various institutions and 
organizations. Collaboration among health, welfare, ed-
ucation, municipal, university, sports organizations, and 
other relevant institutions is essential for designing and 
implementing special support programs for parents. 
Support structures should be such that assessment, 
education, counseling, financial support, and welfare 
services are provided to families in an integrated and 
continuous manner. Supporting caregivers of children 
with special needs is fundamental to preserving the 
wellbeing of these families. Essential services such as 
specialized training, insurance coverage, and parental 
guidance form the backbone of this support. Equally 
vital are the informal networks—friends, family, and 
local communities—that provide emotional and practi-
cal assistance, alleviating daily stresses and enhancing 
caregivers’ mental health. By nurturing both formal and 
informal support systems, we can build resilient families 
that not only sustain caregivers but also foster the holis-
tic development and care of children.

In essence, implementing this approach demands de-
veloping a comprehensive, systematic, multi-sectoral 
support framework that prioritizes families and ac-
knowledges their pivotal role in caring for and treating 
ill children.

Study limitations

The limitations of studies on parents of sick children in-
clude several issues, the most important of which can be 
summarized as follows: the diversity and complexity of 
disease conditions, the psychological burden and stress 
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on parents, limited access and sampling, environmen-
tal and social effects, data inconsistencies and informa-
tion deficiencies, and methodological limitations. These 
limitations suggest that researchers should pay special 
attention to careful sampling, covering the diverse con-
ditions of children and families, the types of disease and 
disability among children, and using combined quanti-
tative and qualitative methods, while accounting for en-
vironmental and systemic factors in the design of future 
studies to obtain more comprehensive and practical 
results. Paying attention to these limitations indicates 
the conditions for conducting more detailed studies, so 
that, if the management of treatment and rehabilitation 
of sick children is carried out correctly, not only the child 
but also the family will enjoy an appropriate quality of 
life throughout their lives.
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