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Background Parenting a child with disabilities can feel isolating and overwhelming. Understanding the health
challenges of parents with disabled children is essential for providing effective healthcare. This study aims to offer a
comprehensive view of the health challenges faced by these parents by synthesizing existing literature from various

Method This scoping review conducted using the JBI scoping review method. Searches were performed on
PubMed, Web of Science, Scopus, and Google Scholar databases spanning from 2014 to 2024. The initial search
yielded 388 articles, with 24 articles undergoing qualitative assessment and data analysis via narrative synthesis.

Results From the 24 selected articles, three health challenges were identified: physical, emotional, and social health

Conclusion Parents of children with disabilities face intricate health challenges, including physical challenges

like fatigue, musculoskeletal pain, and sleep issues. Additionally, they experience significant emotional strain, with
symptoms of depression, anxiety, and hopelessness. Social isolation and stigma further compound these challenges.
A collaborative approach involving healthcare professionals, policymakers, and support organizations can empower

Keywords Health, Caregiver burden, Parents, Disabled children

Introduction
The journey of parenting is a profound experience
marked by love, joy, and challenges. However, for par-
ents raising children with disabilities, the complexities of
caregiving are magnified, impacting their physical, emo-
tional, and social well-being [1-2].

Disability is a multifaceted concept encompassing a
range of physical, intellectual, developmental, and mental
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health conditions that impact an individual’s function-
ing and participation in daily life. Parental health, in the
context of caregiving for disabled children, refers to the
physical, emotional, and social well-being of parents as
they navigate the challenges and responsibilities associ-
ated with caring for their child [3-4].

Caring for a child with a disability presents unique
challenges for families, often requiring substantial adjust-
ments in their daily lives and can have various effects on
their health [5].

The health challenges that families with disabled chil-
dren faced are complex, varied and multifaceted issue
and can have a significant impact on the family’s finan-
cial, emotional, and social well-being that requires
attention from healthcare providers, policymakers, and
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society as a whole [6-7]. The stress of caring for a child
with a disability can also lead to depression, anxiety, and
marital conflict [8-10].

Research has shown that families with disabled chil-
dren encounter numerous healthcare-related challenges,
including accessing appropriate medical care due to inad-
equate insurance coverage, limited availability of special-
ized care, and high out-of-pocket costs [11], managing
the financial costs of treatment, and navigating the com-
plexities of the healthcare system. These challenges not
only affect the well-being of parents but also have impli-
cations for the overall family dynamics and the qual-
ity of care provided to the disabled child. Moreover, the
healthcare needs of children with disabilities are often
intertwined with their social, emotional, and educational
needs, which can further complicate the situation. There-
fore, it is essential to understand the health challenges
of families with disabled children and their healthcare
needs and develop effective interventions to address
these needs [6].

The healthcare needs of families with disabled chil-
dren encompass a wide range of medical, psychological,
and social support services [12]. These needs are further
complicated by the financial burden, emotional stress,
and time commitment associated with caring for a dis-
abled child. Understanding and addressing these complex
needs is crucial for providing comprehensive and effec-
tive healthcare for both the disabled child and their fam-
ily [13].

Given the multifaceted nature of the healthcare needs
of parents with disabled children, it is imperative to
examine the existing literature and evidence-based prac-
tices in order to gain a comprehensive understanding
of the challenges they face. By identifying the specific
health challenges of these families, healthcare profession-
als, policymakers, and researchers can develop targeted
interventions and support services to address these needs
effectively. Only two reviews have examined the chal-
lenges faced by families with disabled children, both of
which are old, and the study by Neely-Barnes, etal( 2008)
is a simple review that did not examine all dimensions of
health [14] and the focus of the Piskur etal( 2012) was not
on evaluating the parents’ health [15] and the meta-anal-
ysis that investigated adverse health in parents of children
with disabilities [16] only examined stress index’s health
sub-domain in these people. This scoping review aims to
provide a comprehensive view of the health challenges
faced by parents of disabled children by synthesizing
existing literature from diverse disciplinary perspectives.

Methods

This study is a scoping review of the health challenges
of parents with disabled children based on the JBI
Scoping Review Methodology Group’s methodological
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guidance [17] and the Prisma extension for scoping
review (PRISMA-ScR) [18]. PubMed, Web of Science,
Scopus, and Google Scholar databases were searched
from January 2014 to February 2024 for English or Per-
sian peer-reviewed articles that were relevant to the
research question using qualitative or quantitative,
or mixed methods approaches. Review articles also
included in the study. However, we did not include vari-
ous other types of publications, such as research proto-
cols, commentaries, editorials, book chapters, conference
abstracts, and other gray literatures. Articles that only
addressed the health challenges of disabled children, or
focused on other challenges, or studied parents with dis-
abilities or studied the family health challenges during
disasters or covid 19 situation were considered as exclu-
sion criteria.

In order to explore the research question “What are the
health challenges of parents with disabled children?”, the
PECOT (Population, Exposure, Comparisons, Outcome
and Time/type of study) method was utilized:

Population: Parents raising children with disabilities.

Exposure: child diagnosed with disabilities.

Comparisons: Parents of children without disabilities.

Outcomes: Health challenges faced by parents of chil-
dren with disabilities (e.g., mental health, physical health,
social well-being, etc.).

Time: January 2014 to February 2024.

Type of Study: Quantitative, qualitative, and mixed-
methods studies and review articles.

Based on the PECOT elements, these search terms
were used:

Population (P): parent* (parents, caregiver, mothers,
fathers, parent-carer*) Or child* (children) Or disabilit*
(disability, disabilities, Vision Disabilities, Mobility Dis-
abilities, Auditory Disabilities, Neurological Disabilities,
Cognitive Disabilities, Medical Disabilities, Psychological
Disabilities, Developmental Disabilities) Or Impairment.

Outcome (O): health* (health, health challenges, well-
being), physical health* (physical health, physical prob-
lems), mental health* (mental health, stress, anxiety,
depression), social health* (social health, social isola-
tion), burden* (burden of care, caregiver burden), quality
of life*. We use Boolean operators (AND, OR, NOT) to
combine our search terms effectively.

These terms were intentionally broad to ensure that
a wide range of relevant articles were included and to
ensure that the research team captured a wider range
of findings, in accordance with the JBI Scoping Review
Methodology.

All articles were screened based on the inclusion/exclu-
sion criteria using the article title, and abstract. Concerns
about eligibility for inclusion were addressed by review-
ing the full texts in accordance with the methodological
approach.
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The Mixed Methods Appraisal Tool (MMAT) was used
for the quality assessment of the articles [19].

Two researchers (S.S and M.T) independently reviewed
the articles for relevance and quality. In case of disagree-
ment, the articles were reviewed by a third researcher
(J.S). The final selection was 24 articles out of a total of
388 articles (Fig. 1).

)

Records identified from*:
Databases (n =388)

Identification
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From the included studies, the title, authors, design,
objectives, description of participants and results were
extracted. (Table 1) Due to the diversity in study design,
interventions, and outcome measures, the researchers
analyzed the data narratively. The narrative synthesis
method was employed to address the review question,
evaluating various review papers, quantitative studies,

Records removed before
screening:
Duplicate records
removed
(n=38)

v

e
Reiords screened Records excluded**
(n=350) | (n=300)
i Irrelevant title and purpose
2 Reports sought for retrieval Reports not retrieved
§ (n=50) — > | (n=0)
G
»
Reports assessed for Reports excluded:
eligibility Addressing issues other
(n=50) than health challenges
— of parents with disabled

Studies included in review
(n=24)

Fig. 1 PRISMA-SCR flow diagram

children( n=26)
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Table 1 Relevant studies summary

code Researcher, Title Country and Research Findings Quality
year of study design population/ of evi-
publication sample size dence
1 Abdullah MM, Are parental USA, prospec- 147 parents  Parents of children with above-average sleep problems \
etal. (2021) depressive symp-  tive study of children had about twice the odds of depression, and parents of
[28] toms related to with devel-  children with above-average exercise problems had about
the sleep quality opmental one-and-a-half times the odds.
and disabilities

physical activity of
their children with
developmental

disabilities?
2 Balbo N &Bo-  Child disability as  Italy, cross sec- 13 000 Compared to parents of a healthy child, parents of achild ~ V
lano D.(2024)  afamily issue: a tional study mothers and  with a disability report lower levels of general and mental
[30] study on mothers' fathers (7000 health and well-being.
and fathers'health families) of
in Italy. disabled
children
3 Bilsin E, et al. A review of the Turkey, cross- 87mothers The anxiety level of mothers with hearing impaired chil- \Y
(2014) [33] relationship sectional study ~ who have dren increased negatively as their needs increased.
between the hearing
needs of mothers impairment
who have hear- children
ing impairment
children and their
state-trait anxiety
levels
4 Bjorquist E, Parents' Experi- Sweden, qualita- 15 mothers  Parents'experiences are illustrated by the main theme Il
etal(2016) [38]  ences of Health tive study and fathers to “Friction blisters, chafing and healing during transition”. Five
and Needs When 10 adoles- sub-themes described parents'concerns, worries about
Supporting Their cents with CP what was to come, needs for support, coping strategies,
Adolescents with aged 17-18  and experiences of togetherness, in addition to grief and
Cerebral Palsy years stress in life
During Transition
to Adulthood.
5 Bourke-Taylor  Fathers of children  Australia, mixed- 33 fathers Fathers reported high levels of symptoms of depression Il
HM, et al. with a disability: methods study  in families (58%), anxiety (37%), and stress (61%). Fathers reported low
(2022) [21] health, work, and raising participation in health-promoting activities less than week-
family life issues children with  ly: planning health activities (58%); exercising alone (26%);
disabilities social activities (3%); taking time to relax (16%). 64% were
in full-time employment, although work was reported to
be a challenge because of family responsibilities. Although
service interactions were low and delegated to mothers,
fathers described direct care of their children.
6 Brekke | & The health of Norway, longitu- Mothersand  Mothers of children with disabilities are more likely than \Y
Alecu A. (2023) mothers caring dinal study their children  mothers of children without disabilities to be diagnosed
[31] fora child with a without with musculoskeletal conditions, depression, anxiety,
disability: a longi- disability, insomnia, and migraine. The differences between the two
tudinal study n=1,574,328 groups of mothers diminish after adjustment for child,
Mild disabil-  mother, and family characteristics, but remain significant
ity, n=6,343  for musculoskeletal disorders, depression, anxiety, and
Complex sleep disorders, although the absolute differences are
disability, modest.

n=14,229
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Table 1 (continued)

code Researcher, Title Country and Research Findings Quality
year of study design population/ of evi-
publication sample size dence
7 Caicedo C. Families with South Florida, 84 parents of  Parents woke with physical fatigue, unable to do their V
(2014) [271 special needs chil-  USA, longitudi-  children with  favorite activities and with little energy to do housework or
dren: family health, nal study special health socialize. Cognitive problems with remembering and con-
functioning, and care needs centrating on tasks, worrying about the child’s medicines,
care burden therapies and side effects, and worrying about the child’s
future and the effect of the child’s condition on other fam-
ily members. Socially, they found it difficult to talk to others,
including doctors and nurses, and felt isolated and that
people did not understand their family situation.
8 ChenC, Parents of children  Australia, Longi- 4935 children At all child ages, parents of children with disabilitieshada Vv
etal(2023) [23]  with disabil- tudinal Study with disabil-  higher prevalence of mental health problems than parents
ity: Mental health ity and their  of children without disabilities. Parents of disabled children
outcomes and uti- parents aged 12 to 17 years had significantly higher mental health
lization of mental service utilization and costs than parents of nondisabled
health services children (2-year cost differential=$86.37,95% Cl ($15.67-
$157.07)). Among parents of children aged 4-11 years,
however, these differences were not observed.
9 Coughlin MB&  Chronic Sorrow in - USA, integrative 19 studies Compared to fathers, mothers experience more intense 1l
Sethares KA, Parents of Children review from a litera-  chronic sorrow. Strong triggers for the resurgence of chron-
(2017) [29] with a Chronic ture search ic sorrow are health crises and developmental milestones.
lliness or Disability:
An Integrative
Literature Review
10 DiGiacomo M,  Experiences and Australia, quali- 16 mothers They described their experiences, including the challenges Il
etal. (2017) needs of carers of  tative study and 3 grand-  and enablers of care provision and access, the impact on
[25] Aboriginal children mothers of their health and welfare, and the related economic and
with a disability: a Aboriginal noneconomic costs of care. For lone caregivers, financial
qualitative study children aged strain and social isolation were particularly prominent.
zero-eight
with disability
11 Gilson KM, et Supporting the Australia, quali- 13 health Professionals were aware of mothers'need for mental Il
al. (2018) [24] mental health tative study professionals  health support, but were not always clear about their roles
of mothers of working with  and responsibilities in support of maternal mental health.
children with a familiesofa  Providers also struggled to respond to mothers' mental
disability: Health childwitha  health problems, were not always aware of the best strate-
professional disability gies to promote mothers’mental health, and encountered
perceptions of barriers that could be overcome with training and systemic
need, role, and change.
challenges
12 Gilson KM, et~ Mental health care Australia, cross- 294 mothers  High rates of self-reported clinically significant depres- Il
al. (2018) [22] needs and prefer-  sectional study  of children sion (44%), anxiety (42%), and suicidality (22%) in the past
ences for mothers with a 12 months were reported. High to very high levels of
of children with a disability. psychological distress were reported by nearly half (48%)
disability of mothers. Only 58% of mothers attempted to access
professional support, even though 75% felt they needed
it. The main barriers to seeking help were caregiving re-
sponsibilities that made scheduling appointments difficult
(45%) and not perceiving the mental health problem to be
serious enough to require help (36%). Individual counsel-
ing was the most preferred type of support (66%). This was
followed by professionally guided relaxation (49%) and
mental health education (47%).
13 Hagerman TK,  The Mental and USA, National 102,341 Compared with non-CSHCN, moms of children with special Vv
etal. (2022) Physical Health of ~ Survey children ages  health care needs were twice as likely to have poor mental
[26] Mothers of Chil- 0-17 and physical health (mental 10.3% versus 4.0%, p <0.001;
dren with Special includ- physical 11.9% versus 5.0%, p < 0.001). In regression models,
Health Care Needs ing 23,280 an increase in the number of special health care needs
in the United CSHCN. and the severity of activity limitations were associated with
States significantly higher odds of poor maternal health.
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Table 1 (continued)

code Researcher, Title Country and Research Findings Quality
year of study design population/ of evi-
publication sample size dence
14 Joung WJ. Phenomenological Korea, qualita- 9 mothers The lived experiences of mothers who cared for adolescent |Il
(2023) [41] Study on the Lived tive study caring for children with DDs were grouped into four themes and
Experiences of pubescent nine sub-themes from 19 units of meaning (1) not being
Mothers Caring for children with  allowed to enjoy the growth of the child due to an imbal-
Their Pubescent developmen- ance in the rate of growth, (2) feeling ostracized along with
Children with tal disabilities  the disabled child, (3) feeling like a slow and permanent
Developmental expulsion from society, and (4) reorienting the direction
Disabilities and purpose of caregiving.
15 Kocherova Olu, Psychological Russia, survey 60 mothers  Mothers who raise handicapped children are more likely \Y
(2014) [35] features of moth- bringingup  to suffer from emotional disturbances, have a negative at-
ers bringing up children of titude to divorce, and are less likely to assign a primary role
disabled children early age in a family to their husbands.
[Article in Russian] with infantile
cerebral
palsy and 50
mothers of
children with
compen-
sation of
perinatal
affections of
the central
nervous sys-
tem by the 1
life year
16 Masefield SC,  The Effects of Bradford UK, 477 care- Caregiving mothers had higher odds of symptoms of \Y
etal. (2021) Caring for Young Cohort givers of psychological distress (odds ratio 1,24;95% Cl 1,01, 1,53),
[32] Children preschool fatigue (1,42; 1,12,1,80), and possibly headache and muscle
with Developmen- disabled pain (1,18;0,97, 1,43). Despite the higher prevalence of
tal Disabilities on childrenand  symptoms, they were not more likely to use health care
Mothers'Health 7250 other services and may be less likely to seek health care for
and Healthcare mothers psychological distress (0.64; 0.40, 1.02). There was a general
Use: Analysis of association between socio-economic deprivation and
Primary Care Data poorer health.
in the Born in
Bradford Cohort
17 Masulani- Parenting children  Malawi, qualita- 10 focus There are a number of challenges associated with caring for Il
Mwale C, etal.  with intellectual tive study group discus-  children with intellectual disabilities. Parents have limited
(2016) [39] disabilities in Mala- sions and access to services for their children, let alone for their own
wi: the impact that four in-depth  mental health issues; they face stigma and discrimination;
reaches beyond interviews they have mental health problems as a result of being a
coping? with parents  caregiver; they have suicidal thoughts; and in some cases,
who had have even been forced by neighbours to kill their disabled
childrendi-  child. In order to cope with these problems, most of the
agnosed with  parents cope through their spirituality.
intellectual
disability
18 Miodrag N, et Adverse healthin  USA, 19 eligible Parents of children with DD/CHC reported higher PSI \%
al. (2015) [16]  parents of children meta-analysis studies. health problem scores, with a weighted mean effect size
with disabilities of 0.39 (95% CI=0.23-0.55), compared with parents of
and chronic children without DD/CHC.
health condi-
tions: a meta-

analysis using the
parenting stress
index’s health
sub-domain
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Table 1 (continued)

code Researcher, Title Country and Research Findings Quality
year of study design population/ of evi-
publication sample size dence
19 Nazzal MS & Al-  Lived experi- Jordan, qualita- 7 mothers of  Four main themes emerged from the mothers'experiences, Il
Rawajfah OM.  ences of Jordanian tive study children with including increased stigma, fear for the future, increased
(2017) [40] mothers caring disability caregiving burden, and adjusting to the child’s disabilities.
for a child with
disability
20 Ranehov L & Mothers’ experi- Sweden, qualita- 9 mothers The mothers in the study had to be on call for their child at Il
Hakansson C.  ences of their tive study who had a all times. They emphasized the physical and psychological
(2019) [371 work as healthcare child aged health problems caused by their work situation.
assistants for their 8-17 years
chronic disabled old with a
child cognitive or/
and physical
chronic
disability.
21 Rizvi Jafree Health challenges  Pakistan, qualita- 21 mothers of Mothers faced significant and salient challenges in eight M1l
S,Burhan SK. of mothers with tive study special needs subcategories of mental health (constant stress due to
(2020) [36] special needs children structural failures, fear of social shame and avoidance of
children in public exposure, fear of public assault, morbid feelings and
Pakistan and the anticipation of child’s death, acceptance of blame for child’s
importance of condition, and feelings of depression).
integrating health Morbid feelings and anticipation of child’s imminent death,
social workers Acceptance of blame for child’s condition and feelings of
depression, Anxiety about marriage of children with special
needs

Mood swings and erratic outbursts

constant physical fatigue, migraine headaches and sleep-
lessness, muscular and joint pain or bone loss, hyperten-
sive disorders, diabetes and nutrition problems, physical
abuse and self-harm, consequences of contraception and
hysterectomies).

22 Whiting M. Children with UK, qualitative  parents from  Childhood disability has many impacts on the family. For Il
(2014) [7] disability and study 33 families the most part, these effects cannot be easily defined or
complex health thatincluded described in the context of a particular “medical” diagnosis
needs: the impact oneormore  or prognosis. Many elements of impact seem unrelated to
on family life child with whether or not a child has a life-threatening or life-limiting

disabilities condition, or whether or not a child requires specific medi-
cal equipment or ongoing care.

23 Xia C, et al. Depression and China, cross- 380 parents  There was no statistical difference between parents (35.5%) V

(2023) [10] Associated Factors  sectional study — and 108 and grandparents (32.4%) in the risk of depression. Child
among Fam- grandpar- sleep problems (AOR=1,751, 95%Cl=1,019, 3,008), har-
ily Caregivers of ents of monious family relationships (AOR= 0,694, 95%Cl = 0,569,
Children with Dis- children with  0,846) and better accessibility (AOR=0,742, 95%CI=0,568,
abilities: Analysis disabilities 0,970) were significantly associated with parental depres-
of Intergeneration- sion. Higher education (AOR=4,108, 95%Cl=1,526, 11,057)
al Differences and taking care of children with frequent mood changes

(AOR=2,242,95%Cl=1,161, 4,329) were associated with
higher risk of depression. Owning a home (AOR=0.167,
95%Cl=0.031, 0.887), having a more cohesive family
(AOR=0.545, 95%Cl=0.297, 1.000), and having a more
accessible home (AOR=0.401, 95%Cl=0.185, 0.869) were
associated with lower odds of depression.

24 Yilmaz G. Mothers with Turkey, cross- 181 mothers  Mothers were found to have high information needs, V
(2020) [34] disabled children:  sectional study  with disabled moderate stress levels, and moderate family functional-
needs, stress children ity in rehabilitation. They concluded that mothers'stress
levels and family levels rose with increasing need, whereas their stress levels
functionality in declined with increasing rehabilitation function.

rehabilitation.
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and qualitative investigations. According to Popay et al.
[20], this method involves formulating a theory of how
the intervention works, synthesizing findings, exploring
their relationships, and assessing their strength. It pri-
marily relies on textual analysis to review and integrate
results from multiple studies in alignment with the scop-
ing review’s objectives.

Results

Description of studies

The database search identified a total of 388 potentially
relevant articles. After screening titles and abstracts, 50
potentially relevant articles were identified. All 50 articles
were assessed at full-text level, resulting in 24 relevant
articles for analysis.

Most of the articles that met the inclusion criteria
were carried out in Australia [21-25] and the United
States [26—30]. The results of the studies were analyzed
based on the countries studied (European, African,
Asian, American, and Australian countries). The results
indicated no differences among the findings in the vari-
ous countries. Twelve articles were quantitative studies
[10, 22-23, 27, 28, 29, 31, 32, 33, 34, 35, 16], nine were
qualitative studies [7, 2425, 36, 37, 38, 39, 40, 41]. One
article utilized a mixed methods approach [21], and two

]
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were review articles [9, 26]. (Table 1). All articles are of
good quality. A total of 24 studies involving 1,717,852
parents have been included in this review. The reviewed
studies consist of 3 on parents of children with develop-
mental disabilities [29, 33, 41], 3 on parents of children
with physical and intellectual disabilities [16—36, 38], 2
on parents of children with medical disabilities [27-28], 1
on parents of children with intellectual disabilities [39], 1
on parents of children with auditory disabilities [34], and
others that cover parents of children with all types of dis-
abilities (not specified) (7-10,16, 21-22, 24-25, 31-32,
35, 37, 40).

Analysis of the studies
Results were categorized into three main groups: physi-
cal, emotional, and social health challenges (Fig. 2).

Physical health challenges

This theme is about parents’ illnesses or impairments
that are related to the care of their child with a disability
and that affect the parents’ physical well-being or ability
to function optimally. Among the 24 studies reviewed, 10
highlighted the challenges faced by parents in maintain-
ing good physical health while caring for their disabled
child [10, 21, 27, 28, 29, 31, 32, 33, 36-37].

4 )

Fatigue, migraines, insomnia, muscle, bone, and
joint pain or deterioration, hypertension,
diabetes and nutritional problems, physical

Physical health challengesJ

Health Challenges of

Parents with Disabled Emotional health ]

abuse and self-harm, contraception and
hysterectomy, stomach/intestinal ulcers,
asthma, arthritis/rheumatism, and recent pain.

- J
4 )

Suicidal thoughts and in some cases have even been
forced to kill their disabled child, constant stress due
to structural failure, anxiety, fear of public assault,
feelings of morbidity and anticipation of imminent

Children challenges

Social health challenges ]

death of the child, acceptance of blame for the child's
condition and feelings of depression, anxiety about
the children's marriage, mood swings and erratic
outbursts.

- J
~ N

Stigma and discrimination, social shame and need to
avoid public exposure, lack of social engagement
and peer support, feeling of being marginalized

J

Fig. 2 Findings based on narrative synthesis

along with the disabled child; feeling of being slowly
and permanently pushed out of society, desperation
to prove others wrong about the value of the child
and to defy fatalistic attitudes.

- J
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One of the most common physical health challenges
reported by parents in studies was poor physical health,
often due to the stress and demands of caregiving [27,
31, 36—37]. Muscle, bone, and joint pain or deterioration
were reported in several studies, highlighting the physi-
cal toll of long-term caregiving Parents experienced head
and musculoskeletal pain, which could be attributed to
the physical strain of caregiving tasks, such as lifting and
maneuvering their child [32-33, 36].

Constant physical fatigue was another issue reported
among parents. The demands of caregiving, coupled with
emotional and mental stress, often left parents feeling
exhausted and drained, affecting their ability to engage in
daily activities [28, 33, 36].

Migraines were a significant concern for some parents,
with studies indicating that the stress and emotional bur-
den of caregiving could trigger or exacerbate migraine
episodes [32, 36]. Insomnia and sleep problems were also
reported, likely due to the overwhelming responsibilities
and worries associated with caring for a disabled child
[10, 29, 32].

Conditions such as hypertension and high blood pres-
sure were also reported, possibly linked to chronic stress
and lack of self-care opportunities for parents. Diabetes
and nutritional issues were additional challenges faced
by some parents, often exacerbated by the demands of
caregiving and limited time for proper meal planning and
self-care. Physical abuse and self-harm were alarming
findings, suggesting that the stress and emotional strain
of caregiving could lead to harmful coping mechanisms
among some parents [36]. Overall, the severity of activity
limitations due to physical health issues was a common
theme, with many parents expressing frustration at being
too tired to do the things they liked or needed to do, fur-
ther impacting their overall well-being [21].

The use of contraception and hysterectomy were also
discussed due to fear of deformities in future children
and lack of time and money to have more children, fur-
ther complicating their physical health challenges [36].

Emotional health challenges

This theme refers to difficulties or disruptions in parents’
emotional well-being and psychological resilience as a
result of caring for their child with a disability. Of the 24
studies reviewed, 20 highlighted the profound emotional
health challenges experienced by parents in this context
[7, 10, 26, 21, 22, 23, 24, 28, 29, 30, 31, 32, 33, 34, 35, 16,
36, 38—39].

Depressive symptoms, including feelings of sadness,
hopelessness, and low mood, were common among par-
ents caring for children with disabilities. These symptoms
often coincided with lower levels of mental health and
increased levels of anxiety, creating a complex emotional
burden for parents. Parents reported experiencing worry,
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sadness, and stress in their lives, and worried about what
the future held for their child and themselves. Many felt
frustrated, helpless, and hopeless in their caregiving role,
leading to feelings of anger and ongoing stress symptoms
[10,21-22, 28, 29, 30, 32, 33, 34, 35, 36, 38].

Cognitive problems, such as difficulty remembering
and concentrating on tasks, were also reported, likely due
to the emotional burden of caregiving and concern for
their child’s well-being [28].

The need for mental health support was a recurring
finding in all 20 studies, as parents struggled with emo-
tional disturbance, psychological distress, and anxiety
about the future [7, 10, 26, 21, 22, 23, 24, 28, 29, 30, 31,
32, 33, 34, 35, 16, 36, 38—39].

Some reported suicidal ideation, including thoughts of
harming their disabled child, highlighting the extreme
psychological distress experienced by some parents [22,
39]. Parents faced the emotional burden of awaiting
the death of their child, compounded by fears of public
assault and morbid feelings. Despite the development of
coping strategies, many parents continued to experience
an increased perceived caregiving burden and struggled
with feelings of guilt and blame for their child’s condi-
tion. Fear of social shaming and intense chronic sorrow
added to the emotional challenges, making it difficult for
parents to openly discuss their problems and needs with
others, including health care professionals [23, 31, 16-36,
38].

Furthermore, the emotional issues were exacerbated
by limited access to services for their children, let alone
adequate support for their own psychological issues. This
led to higher mental health service utilization and costs,
as parents sought ways to manage their emotional well-
being amidst challenging circumstances [39].

Social health challenges

Social health challenges refer to difficulties or barriers
that parents of children with disabilities face in maintain-
ing positive social interactions, relationships, and overall
well-being in society. Of the 24 studies reviewed, 10 high-
lighted the social health challenges experienced by these
parents [10, 21, 25, 33, 16-36, 39, 40—41].

Parents reported increased perceived stigma associated
with having a child with a disability, resulting in low par-
ticipation in social activities. Many parents felt socially
isolated and marginalized, particularly when faced with
financial strain and social isolation due to the demands
of caregiving. Parents often had to avoid public exposure
and be constantly on call for their child’s needs, which
further limited their access to health services. They also
experienced stigma and discrimination from society,
which affected their ability to participate in health-pro-
moting activities and to relax [21, 25, 28, 36, 39—41].
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The economic and non-economic costs of caregiving
contributed to the socioeconomic disadvantage of some
parents, leading them to seek health care less frequently
and to develop negative attitudes toward divorce, pos-
sibly due to the added complexity and responsibility of
their situation [16, 33].

Feelings of being kicked out of society slowly and per-
manently were prevalent among parents, especially as
they felt compelled to give the leading role in the fam-
ily to the husband, leading to a lack of understanding of
their family situation by others [41].

Despite these challenges, parents expressed despera-
tion to prove others wrong about the value of their child
and defy fatalistic attitudes. They also felt apprehensive
about the marriage prospects of their special needs chil-
dren, concerned about potential challenges and societal
perceptions [36].

Mood swings and erratic outbursts were common
among parents, reflecting the emotional turmoil and
stress they experienced. However, some parents also
reported experiences of cohesion within their support
networks and a strong need for support from their com-
munities and healthcare providers [10, 36].

Discussion

Parenting children with disability can be particularly
challenging, especially when children have complex
conditions. Parents may struggle to manage their child’s
health and their own emotions, leading to poorer health
outcomes for the family. This scoping review has shed
light on the complex and multifaceted health challenges
faced by parents raising children with disabilities. By syn-
thesizing findings from 24 studies, we identified a signifi-
cant burden experienced across physical, emotional, and
social domains. The review included parents of children
with a broad spectrum of disabilities.

The study supports the biopsychosocial model of
health [42], which emphasizes the interconnectedness of
biological, psychological, and social factors in health out-
comes. The findings highlight the physical health prob-
lems (biological), emotional challenges (psychological),
and social difficulties (social) faced by parents caring for
children with disabilities. The findings are also consistent
with caregiver strain theory [43], which suggests that the
demands of caregiving can lead to physical, emotional,
and social problems for caregivers. The findings describe
the physical strain, emotional exhaustion, and social iso-
lation experienced by parents.

The review is consistent with existing research [7, 10,
16, 21-41] that highlights the toll that caregiving can
take on parents’ physical well-being. Fatigue, muscu-
loskeletal pain, and sleep problems emerged as promi-
nent concerns, likely due to the physical demands and
chronic stress associated with caring for a child with a
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disability. Our findings also underscore the profound
emotional impact of caregiving. Depressive symptoms,
anxiety, hopelessness, and feelings of isolation were
common among parents. The review highlights the sig-
nificant social challenges that parents face. Social stigma,
marginalization, and limited social interaction were con-
sistently reported. These challenges may be exacerbated
by feelings of guilt, social isolation, and limited access
to support networks or health services. It’s important to
note that these challenges can interact to create a vicious
cycle. Chronic stress can exacerbate social isolation,
which can make self-care even more difficult, leading to
further emotional and physical challenges.

While the review is consistent with existing literature
on specific challenges [7, 10, 16, 21-41], it does so with
a broader scope that includes physical, emotional, and
social dimensions. This holistic perspective provides a
more comprehensive understanding of the multifaceted
health burden experienced by parents.

The findings of this review have important implications
for health care providers, policy makers, and support
organizations. Recognizing the multifaceted health chal-
lenges experienced by parents is an important first step.
Health care providers should be encouraged to screen
for physical and mental health problems during routine
check-ups. Policymakers could allocate resources to sup-
port services that address parents’ specific needs, such
as affordable child care and mental health services. Sup-
port organizations could develop programs that promote
social connections and provide education on coping
mechanisms.

This scoping review provides valuable insights into
health challenges of parents of children with disabilities
and highlights the need for further research and tailored
interventions.

By recognizing the multifaceted health challenges and
addressing parents’ needs through targeted interven-
tions, we can create a more supportive environment that
empowers parents to raise their children with disabilities
and promotes their own well-being. Further research is
needed to identify and evaluate effective interventions
to improve the health and well-being of these dedicated
parents.

It is crucial to support parents of children with disabili-
ties for their well-being. Parent Training Programs help
parents develop skills and problem-solving approaches.
Contextually-Appropriate and Culturally-Sensitive Inter-
ventions tailor interventions to the socio-economic set-
tings and cultural context of the parents, train local
community workers, and involve other parents with
children with disabilities using community resources
to provide parent training and support interventions.
Positive, Proactive Approaches include resources, strate-
gies, and evidence-based practices that support parents,
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educators, and families in meeting requirements and
enhancing their health.

Limitations

The studies in this review included parents of children
with a wide range of disabilities. The impact on parents
may vary depending on the type and severity of the dis-
ability. In addition, exploring the coping mechanisms
used by parents and the role of support networks may
provide valuable insights and need to be evaluated in fur-
ther studies.

This study covered and analyzed the articles of the
last 10 years from 4 databases. Although it is approved
by the JBI Scoping Reviews method, expanding the time
frame and combining additional databases can increase
the investigation of factors affecting the health of parents
with disabled children.

Conclusion

This scoping review highlights the complex health chal-
lenges experienced by parents of children with disabili-
ties. The findings highlight the physical toll of caregiving,
with parents reporting fatigue, musculoskeletal pain, and
sleep problems. These problems are likely due to the con-
stant demands of caregiving and chronic stress. In addi-
tion, the report highlights the significant emotional toll
on parents. Symptoms of depression, anxiety and hope-
lessness were common, highlighting the need for com-
prehensive mental health support. Social isolation and
stigma were also identified as key challenges, potentially
leading to feelings of marginalization and hindering
access to health services. By promoting a collaborative
approach involving healthcare professionals, policymak-
ers and support organizations, we can create a more sup-
portive environment that empowers parents to thrive in
their caregiving roles.
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