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Abstract

Raising a child with cerebral palsy (CP) can be both rewarding and challenging. Family caregivers, typically parents, play
an important role in supporting and caring for children with CP. Research on CP family caregiving is growing, but Arab
parental caregiving appears absent from this body of work. The objective was to map the scope of the existing literature
about parents of children with CP in Arab contexts to identify gaps in knowledge and guide future research. This scoping
review was conducted following the JBI methodology. Five major health-related databases (MEDLINE, CINAHL,
EMBASE, Global Health, APA Psycinfo) and two general search engines and directories (Google Scholar and Ulrichsweb)
were searched. We selected peer-reviewed studies that included parents of children with CP in Arab countries, regardless
of publication date or study design. The search included literature published in Arabic and English. We identified ten
studies that met our criteria and were published between 2013 and 2022. Across all studies, mothers were the most reported
primary caregivers. Four studies reported tasks performed by parental caregivers, including but not limited to transferring,
dressing, transportation, and feeding. The included studies explored the financial, social, and information needs of the
parents. Studies focused primarily on caregiver burden or other negative consequences of caregiving. Parents in one study
only reported increased resilience as a positive consequence. In addition, no studies included interventions. Research on
parental caregiving in the Arab context is limited. Further studies are necessary to explore the unique needs and experiences
of Arab CP caregivers.
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INTRODUCTION including muscle stiffness, exaggerated movements,
Cerebral palsy (CP) i logical disord abnormal gait, and joint contractures, which may lead to
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coordination. The cause o 15 ano_n-progr_es§|ve ram quality of life (Mushta et al., 2022).The impact of CP
Injury or malformation appearing while a child's brain is extends beyond the affected children, significantly
developing (Mutchdet Ial., 2005:)' Onde_ Ofd the most influencing their parents' lives(Park et al., 2019). Parents
common heurodevelopmenta ISorders IS are primarily responsible for supporting their children's
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milfion cases worldwi e(Oskoui et al., )- Children adequate material resources for a child to develop and
with CP experience several signs and symptoms, grow (Elangkovan et al., 2020)
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Globally, parents of children with CP,
particularly mothers, are integral to securing
opportunities for their children to participate
meaningfully in daily life activities (Vadivelan et al.,
2020) and remain functioning at home and school
(Elangkovan et al., 2020). Parental caregiving tasks can
range in scope and degree of control (Schulz et al.,
2010), including scheduled (e.g. help with activities of
daily living) vs. emergent tasks (e.g. interaction with
medical personnel). The responsibilities of parents of
children with CP can also vary from instrumental (e.g.,
transportation, shopping, home maintenance) to highly
personal assistance, such as bathing and toileting, to
more general social and emotional support. While some
of these activities follow a distinct pattern and may be
predicted and normal for parents, many are not, which
may make parents feel stressed and lack confidence
(Elangkovan et al., 2020; Schulz et al., 2010). Parents of
children with CP often report poor physical and
psychological health outcomes due to their caregiving
responsibilities and may need more knowledge about
managing their children's complex needs (R.
Mohammed et al., 2021) and specialized support
services (Almasri et al., 2011; Cheshire et al., 2010;
Jamali et al., 2020).

Two recent reviews of family caregiving
research highlight the increasing global interest in
understanding the experiences of parents of children
with CP. The first review, published in 2020, focused on
the parenting experiences and needs of parental
caregivers of children with CP (Elangkovan et al., 2020).
This review included 17 qualitative studies, mostly
conducted in the United States (n=4), Iran (n=3), and
Australia (n=2), and published between 1988 and 2019.
The findings highlight the complex and multifaceted
reality of caring for a child with CP. In particular, the
authors reported that raising a child with CP adds
additional challenges to parents' lives, especially if they
are parents of other neurotypical children who also need
time and attention. The review authors also identified the
needs of parents who care for children with CP,
including assistance in maintaining a balanced family
life and co-parenting. Mothers were typically the
primary caregiving role, with fathers taking on the
responsibility of being the sole breadwinners.

The second review, published in 2022, was also
a qualitative meta-synthesis of 17 studies addressing the
lived experiences of mothers of children with CP (Smith
et al., 2022). The included studies were mostly
conducted in Australia, Brazil, Taiwan, India, Iran, and
Canada. The review presented an overview of the
challenges faced by mothers raising a child with CP,
highlighting experiences of marginalization, guilt, and
cultural blame. The review emphasized the need for
education and awareness across all communities and
settings to prevent the negative impact of stigma on the
lives of mothers and their children. Each of these reviews

provided valuable insights into CP parental caregiving,
although they were both narrow in scope of methodology
and focus. For instance, both reviews included
qualitative studies mostly conducted in Western
countries (e.g., the United States and Australia). An in-
depth synthesis of Arab parental CP caregiver needs and
experiences, including caregiving tasks, challenges, and
consequences, and interventions targeting this caregiver
population, is not available in the literature.

Socio-cultural and healthcare environments
profoundly influence parental caregivers' caring role,
experience, and support needs for children with CP
(Chamond, 2017). The Arab region (a geographic and
political region of 22 countries located in the Middle East
and North Africa that share a common history, language,
and culture) has unique cultural values and social norms
that can shape the perception of CP, coping mechanisms
of families, and provision of health and social care
(Mushta et al., 2019, 2022). In many Arab societies,
traditional gender roles remain deeply ingrained, with
distinct expectations for men and women within the
family and community. These roles can significantly
influence attitudes toward caring for children with
disabilities. Cultural norms may dictate different
standards of acceptable behaviour for men and women in
these situations, which can impact the level of support
and care provided to the child. Understanding these
cultural dynamics is crucial for effectively addressing
the needs of children with disabilities and ensuring they
receive appropriate care and support within their families
and communities. Also, policymakers and practitioners
can better address families' needs by considering factors
such as gender roles and cultural beliefs about child-
rearing practices (Cook et al., 2022). This knowledge
may promote positive outcomes for children and families
in the region because involving Arab households in
research ensures that their perspectives shape research
priorities, facilitating meaningful engagement and
participation in addressing their unique needs.

Review question

Following a Population, Concept, Context
(PCC) mnemonic recommended by Joanna Briggs
Institute (JBI) for the conduct of scoping reviews (Peters
MDJ et al., 2020), the main question was: What is the
current state of evidence about CP parental caregiving
research in Arab contexts? Specifically, we were
interested in mapping the evidence relative to the
characteristics of caregivers that have been included in
caregiving studies, caregiver needs, tasks, challenges,
and consequences of caregiving, and interventions
targeting this caregiver population.

METHODS

This scoping review was conducted using the
JBI methodology for scoping reviews (Peters MDJ et al.,
2020). We registered our protocol in the Open Science
Framework on 27 February 2023. For the full protocol,
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see — https://osf.io/9dc25/. This review was reported
according to the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses extension for
Scoping Reviews (PRISMA-ScR) checklist (Tricco et
al., 2018).

Inclusion criteria

Participants: We included studies that focus on adult
(=18 years old) parent caregivers of children (<18 years
old) with CP. In our original protocol, we had planned to
include studies focusing on family caregivers (i.e.,
parents, grandparents, siblings). However, a preliminary
search of existing evidence (Mushta et al., 2019,
2022)indicated that parents (not other family members)
are typically the primary family caregivers of children
with disabilities in the Arab context. Therefore, this
review focuses on biological parental caregiving to
provide a comprehensive synthesis of insights specific to
this predominant caregiver role. We excluded studies
focusing on formal caregivers (e.g., healthcare
providers), paid caregivers (e.g., personal support
workers), other family caregivers (e.g., siblings,
grandparents, etc.), and caregivers of adults/older adults.
We also excluded studies with mixed caregiving
populations, in which data from parents of children with
CP were not reported separately.

Concept: We included any study focused on assessing
the physical or psychological health of parents of
children with CP, providing interventions, and/or
exploring their experiences and support needs. We
excluded any medical or rehabilitation assessment,
intervention, or experience focused only on children with
CP.

Context: No time limits were placed on the search to
enable an understanding of the state of research evidence
involving parent caregivers of children with CP in the
Arab context. We included studies conducted in Arab
countries in the Eastern Mediterranean region, including
Irag, Egypt, Syria, Jordan, Lebanon, Palestine, Qatar,
Bahrain, Saudi Arabia, the United Arab Emirates, Oman,
Somalia, Sudan, Mauritania, the Comoros Islands,
Djibouti, Algeria, Morocco, Libya, Tunisia, Kuwait, and
Yemen (Almukhaini et al., 2022). We included studies
published in English and Arabic languages. Full-text
studies published in other languages were excluded due
to a lack of resources for full translation.

Types of sources: This scoping review considered
quantitative, qualitative, and mixed methods study
designs for inclusion. We excluded conference and
protocol papers, abstracts, systematic and non-
systematic  literature  reviews, opinion  pieces,
dissertation theses, and letters to the editor.

Search strategy
A peer-reviewed search strategy (McGowan et
al., 2016) was developed in consultation with a health

sciences librarian with expertise in systematic reviews
(AR). As planned in our original protocol, we searched
six commonly used databases in the health sciences—
MEDINE (Ovid), EMBASE (Ovid), CINAHL
(EBSCO), APA Psyclnfo (Ovid), Global Health (Ovid),
and Google Scholar (using Publish or Perish). In addition
to these initially identified databases, we included the
Ulrich's  Periodicals Directory  (Ulrichsweb.com)
databases (UPDD) as a means of searching Arabic
language publications explicitly. Because UPDD
provides a directory search in English, we were able to
located titles that might not otherwise have been
included. Our electronic searches were all conducted in
English to locate articles published from the inception of
the database or journal. The last search was undertaken
on February 20, 2023. The full search strategy for each
information source is presented in Appendix I. Search
strategies varied across databases to reflect slightly
different content and subject terms. In cases where the
databases were small (e.g. GlobalHealth) and screening
would be very efficient, additional terms were not added.

Study selection

Following the search, we uploaded the search
results from each electronic database to Covidence
systematic review software (Veritas Health Innovation,
Melbourne, Australia), and duplicates were removed.
We performed two phases of screening: titles and
abstracts, followed by full texts. Initially, we piloted the
screening process on 3 studies to ensure the
inclusion/exclusion criteria were clear and effective in
selecting studies. Following the pilot test, the remaining
titles and abstracts were screened by two reviewers
independently. Then, we downloaded the full texts for all
potentially relevant articles for further screening. The
full texts of selected citations were assessed in detail
against the inclusion criteria by two reviewers
independently. Any disagreements between the two
reviewers at each stage of the study selection process
were resolved through discussion, without the need for a
third reviewer. The inter-rater reliability score was (1)
For the title and abstract screening, the reviewers
achieved an 84% agreement rate. Cohen’s Kappa was
calculated to account for chance agreement, yielding a
value of 0.61, indicating substantial agreement. (2) For
the full-text review, the reviewers achieved a 100%
agreement rate. Cohen’s Kappa for the full-text review
was 1, indicating almost perfect agreement.

Data extraction

We used a data-charting form adapted from JBI
for data extraction (Peters MDJ et al., 2020) — see
Appendix Il. This form was pilot-tested on 3 studies to
ensure the data extraction was both comprehensive and
feasible. Two reviewers independently completed data
extraction. Conflicts were resolved through discussion.
We extracted the following information from each
article: study details (author, year, publication title,
journal name, country in which the study was conducted,
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study purpose/aim/objective/question, design, methods,
theoretical underpinnings); characteristics of caregivers
(number of parental caregivers included, age, gender,
relationship to care-recipient, and income); caregiver
tasks described (yes/no, description); caregiver needs
described (yes/no, description); care recipients’
characteristics (age, gender, and level of disability); if an
intervention was delivered (yes/no, delivery format);
description of the assessment tool/measure.

Data analysis and presentation

The quantitative data was carried out in IBM
SPSS Statistics for Windows, Version 28.0 (IBM Corp,
Armonk, NY). We used descriptive statistics (frequency,
percentage, mean, and standard deviation) to describe the
characteristics of studies, caregivers, and care recipients,
type of studies, sample size, age, gender, relationship to
care recipient, and income). Furthermore, a content
analysis approach, recommended by JBI (Peters MDJ et
al., 2020) was implemented to analyze qualitative data.
Three reviewers familiarized themselves with the

articles, systematically searched for
descriptions/concepts, identified key themes across the
studies, and sent them to the rest of the authors for
approval. We presented the extracted data and findings
in tabular format in a manner that aligns with the
objective of this scoping review. A narrative summary
accompanies the findings and describes how the results
relate to the review’s objective and questions.

RESULTS
Description of included studies

The initial search retrieved 87 records. After
removing the duplicates (n =22), 65 titles and abstracts
were screened based on the inclusion criteria, and 51
were excluded at this stage. The remaining 14 citations
progressed to full-text screening, where four citations
were excluded. Ten records were retained for data
extraction and included in the review. The PRISMA-ScR
flow diagram in Figure 1 presents the search and
selection of articles for the scoping review.

[ Identification of studies via databases ]

Records identified from:

Ovid MEDLINE (n=25), CINAHL
(n=19), EMBASE (n=25), Global
Health (n= 8), APA Psychinfo (n=
7), Google Scholar (n=13), and
Ulrichsweb (n=10)

Identification

Records removed before screening:
Duplicate records removed (n =

4

l

Records screened (n= 65)

22)

o| Records excluded (n=51)

i

Reports sought for retrieval (n = 14) o Reports not retrieved (n=0)

!

Screening

Reports assessed for eligibility (n= 14)

Studies included in review (n= 10)

Included

Reports excluded:
No full text available (n=2)
Data from caregivers of children
with CP were not reported
separately (o= 1)
Family caregivers of adults with
cerebral palsy (o= 1)

The key characteristics of the included studies
are summarized in Table 1. All studies (n=10, 100%)
were published between 2013 and 2022. Studies were

Figure 1: Search results and study selection and inclusion process (Page et al., 2021)

conducted across four Arabic countries, including Saudi
Arabia (n=4, 40%), Jordan (n=4, 40%), Sudan (n=1,
10%) and Palestine (n=1, 10%). Studies were published
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2019; Nazzal et al., , 2018), one of the qualitative studies

in 10 different journals across the disciplines of Nursing,
Rehabilitation, Neurosciences, Public Health, Dentistry,

in two other reviews

was previously mentioned

(Elangkovan et al.,

2022),

Smith et al,
8) and focus groups/interviews (n

2020;

and Physiotherapy. In terms of study designs, seven

2)

were the most identified data collection methods. One

Questionnaires (n

studies (70%) were quantitative (Al-Gamal, 2013; Al-

Gamal et al., 2013; Alghamdi et al., 2021; Almasri et al.,

study reported the use of the social model of disability

2014; Mohammed et al., 2016; Tahaynehl et al., 2020;

(Mohamed Madi et al., 2019) as a theoretical framework.

Wyne et al., 2017) and three studies (30%) were
qualitative (Alwhaibi et al., 2022; Mohamed Madi et al.,

Table 1: Characteristics of included studies

MJoMawe)
[ed138109y L dN dN dN dN dN
(s)poyraw
u01399]109 eleQ alreuuonsang alreuuonssnd alreuuonsang alreuuonssnQ alreuuonssng
ubisag [eu01199s-55010 [eUON1985-5S01D [eUO11985-5504D) [2UO1193S-S501D aAneNend
sainseawl "dD YIM ualpjiyo
410( JO UOISIBA 2Igely | JO Sjuated uelueplor 10) poddns
'd0 aup Jo Anjiqeljaa ayy | Jo seounos Aynuenb pue Aynuapl
YUM PJIYD B YUIM | dulwexa 0] pue ainjnd (9) pue ‘4D yim yinoA pue
Buial| syuaied Ipnes pue abenbue| UaJp|Iyd JO saljiwie) uelueplor (daH)
"dD Yum pjiyo ueluepior 2RIV 01 UJIp[IYD Jo gjdwes e U0 SS4-v | weiboid as1a4ax3
e yum Buiaig Buowre poddns Joj BuiniBale) ay Jo seiuadoid oswoydAsd | SWOH S . dD Pm
Slua.ted uelueplor panladJad O 8se3 ay) pue aji ay1 autwexa (q) ‘(¥86T" e UaJp[IyYo J18yy
Buowre BuinaLIb pue ssansip Ajre@ uruawebebug | 191sung ‘SS4-V) 9eas uoddng yum aoueljdwod
Aloredionue [ea1bojoyoAsd PIYD Jo urewoq | Ajiwed d1qely ay JO UonepljeA SIoyjout ipnes
pue 81| Jo Aujenb ay} o1 wbisul a1eD-419S ayi 1depe [eJn]|N2 pue uole|SURS) |  3JUaN|JUI S101IR)
asodind 3yl 8qLIosap o apinoad o AJ[eInyn2-sso4d 0 J0 ssa20.d ayy aquiosap (8) 01 |  1eymino puiy ol
Anunod uepJor uepJor vIQRIY IpNes uepJor vIqRIY Ipnes
iesH aljgnd
pue yaleasay
9anoeld BuisinN | seousldg Bule) sanijiqesig [e1UBWIUOIIAUT
JO [eulnor JO [eulnor [euawdojanaq Aupigesia reyuswdojansg JO [eulnor
alwreu feunor [euoIeUIRU| UBIARUIPURIS ul yoseasay puUe [en1d3||81u| 4O Jeunor [euoneUIBU|

As|ed [e1gaia0
YHM PIYD B yim
Buial] syuased
Buowre BuinaLIb
Aloredionue pue

Apnis
[2UO1193S-550.10

e :Asfed |eigaled
UHM PIIYD B yim
Buiall susied
ueluepJor
Huowe poddns
paAisaiad

pue ssasip

Sanseaw uaJIp|Iyd
Joy Buinibare)

Jo ase3 pue aj1 Ajre@
ul juswabebu3z ppyd
JO urewoQ aseD-418s
JO UOISIaA J10BIY

ay! Jo uoneidepe

"uepJor
ul Asjed [e1gaJad yum yinoA
pUB U3JPJIY2 JO Saljiwey) J0}

3edas uoddng Ajiwred o1gely

As|ed [e1gaJa0
YHM usJpiyd
J1ayy Joy paubisap
sweiboud
3S1019X8 awoy

0} 82UaI3Ype
s1ayowr

3ML 31 Jo Aupend [ea1Bojoyahsd [eJn}n2-ss01) 3y} Jo sanJadoud oLndwoydAsq | Bunodaye siojoe4
€102 zeoe
uoneud €102 ‘[PWeD-Y | “[e1 [eweD-|v | Tz0Z “1e 38 Ipweybly ¥10¢C “[e 18 usew|y “le 19 1qreym|v

185

© 2024 | Published by Scholars Middle East Publishers, Dubai, United Arab Emirates



Ashwaq Algahtani et al; Saudi J. Humanities Soc Sci, Jun, 2024; 9(6): 181-195

= 5
= —
| 5] X
£ 2z 835
c —_ > (<5} =< | =
| 1723 o T
.2 = = o) = © o 8%
= 5 = g o 2 s <S| Q¢
— =) S - wn -i-ldq—'J w(ﬁ
= = ° o > D © = ©
O — Lt O o o 0 E| k&
=] 1) S
S S _ & o c | 25 =22%52% ¢
= S s © 2 5 = gSTx D0 £y
(<)) QZ’B’; ] ) o o 2 S cwo S c 2= ) = _
- < =95 c o > < 2 T S O=a = > o ]
o OCEZETEZ = S 55 = S22V, 8B5S S S| 52| 8%
1= = ;;m-o _m o0 < = (SR R =] = ) (S o O.
=Tl [T o)) = 5. T = S 5 — So=-o9g 00O Q= = « 'S O — 1
= QLS D59 35 oa='% @ S IS scg=EETO = S c o B
ST vT oL =2n® o S = 0 5 VO®OES = © < oo =]
— CwE>CE 8k TR322 T ocg.l2Egcgle 2 = oE | £ 2.
=5 Fo&g8=0G8.E< 0oz %) FooSsESESESGCT O | LS| FEH
Y— et L c —_
- °c T _ £ T o 28 I3 =
@ e c o (s ] S =Z2ogs P o
3 =258 9% g5 e, 25585 gle
- — -
Eo |O0288B8SES 538 0S8 2L S 8| E
cd >\r_csﬂ>$_E=¥ t—sgn_ TS = B S o <]
SR= 2s8e.2( = o c o — c ® o= E Lo h =
~ =0 OO0 >22 U c C == < = o D= O n
< T DO.2DND L 5 5 o J 29 ac=2c a @
o - = = = O cc 9 > ° = = = 0¥ o @
= S8 S O2T DD o2 > > OB g ® O = =
E(U Coaooocmlon 2 (9] FOaoo & a (@] (@4 zZ
Y— oS
- 5 2% =85 2. 25 2
© 8 ] > ‘“'% o QL , 2 >3 3] — »
- O c 0B = >8 = >3 == - S =
@ S8 == 2= SE 88 as 2 = S =
= S 559 =3 c | 28859 = s | ©.2
N oo oS58 c g8 9 < Xaol e s S = S 2
N — L 8o e =] © = k=] Porag FTESS® < =5
< S Z285257T 2L g S| o888 8 S | 82| x
Z J T3-S EL [ala ) FoGce—sE=Z2T | £c |z
(5] [«5)
T 2 s %c - EE E%: - =
< = S 580 S .S . _858-0.? P )
— [ [ S S - = T O 2 S € 'O ) =
@ L Sel2=08 - < =1 > 9 O o 8= = I
= Evwvag8easctE % @ S3Sa90accE k3] c
7] © 5] S o OC O D2 =9 o5 @ O c B8 L o OO0 9 D c
P wnL S0y 2 c c =& 9 < k) c gy S c @ S
s 2532028035 e = 2L ggo L2550 o | B
T o LS 2L52E8 S ES o a S ccos8L52= 7] a
c N o“c;ﬂmoIHi’ QS5 c N 2 '_"-'ucgmoI-H o <] x
< O fﬂo'coctixE‘_.‘”fU EOCC” © O%—"OoXEa—aw = =
(RN LEcLodcsw®ma £S8aocx o | FE28c23cs®m O | O =
c — S o
] S.E5 - w | 2 S2 o
= - 2049 I re! = 2 o ‘s
< Sgg9 22 5 s | EEST S =
= = =2 . _
[ S©585 o —= < I EBET 5 4 9
@ £582 = 8 = | 8252, 8 -
c~ — T T D T = i) S S =} B .8
S o S EoSL 35 = TELO= oY g @
;o =08 ® T o T oL S Ew=cc =4
« Ootwa n s n o o &g oo O g O z
NR, Not reported.
Description ~ of  demographic and  clinical Alghamdi et al., 2021; Almasri et al., 2014; Alwhaibi et

characteristics of caregivers and their care recipients
with CP

The characteristics of caregivers and their care
recipients with CP are summarized in Table 2. Across
studies, sample sizes of caregivers ranged between 6 and
230 participants (Almasri et al., 2014; Mohamed Madi
et al., 2019), while the number of care recipients ranged
between 6 and 200 children with CP (Al-Gamal, 2013;
Al-Gamal et al., 2013; Mohamed Madi et al., 2019).
Most caregivers were young adult mothers (n=778/1070
participants), with mean age ranging between 33 and
39.5 years old. Reported across eight studies (Al-Gamal,
2013; Al-Gamal et al., 2013; Alghamdi et al., 2021,
Almasri et al., 2014; Alwhaibi et al., 2022; Mohammed
et al., 2016; Nazzal et al., 2018; Wyne et al., 2017), care
recipients were predominantly male children with CP
(n=529/916), with mean age ranging between 2.2 and
10.3 years old. Six studies reported the income of
caregivers (Al-Gamal, 2013; Al-Gamal et al., 2013;

al., 2022; Tahaynehl et al., 2020), ranging between
$564.98 and $3918.83 per month, corresponding to
below-average incomes in the respective countries. To
ensure consistency and comparability across the studies,
we reported income using the Canadian dollar. Five
studies (Al-Gamal, 2013; Al-Gamal et al, 2013;
Alghamdi et al., 2021; Almasri et al., 2014; Mohammed
et al., 2016) reported the level of disability of care
recipients according to the Gross Motor Functional
Classification  System (GMFCS), with  mixed
distribution across all levels. Most children (n=172) were
classified as GMFCS level V (Al-Gamal, 2013; Al-
Gamal et al., 2013; Alghamdi et al., 2021; Almasri et al.,
2014; Mohammed et al., 2016). The GMFCS is a
standardized tool that categorizes children with CP into
different levels based on their motor abilities, ranging
from level | to level V (Mushta et al., 2019).
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Description of needs of parents of children with CP in
Arab contexts

In terms of needs, most studies (n=7) identified
the support needs of families, emphasizing an overall
lack of support. Support needs were categorized as
emotional,  physical, material/instrumental, and
informational (Kyzar et al., 2012). Assistance that
improves psychosocial functioning and well-being, such
as reducing stress or increasing positive emotions, is
referred to as emotional support. Support for accessing
financial services and completing family tasks is referred
to as material or instrumental support. Physical support
helps improve a person's health and daily living skills.
Informational support involves providing information to
guide the family’s decision-making. The studies
indicated the necessity for Arab families of children with
CP to be equipped with comprehensive information
related to their child's health condition (including oral
health), how to access diverse services and the

importance of implementing home  exercises.
Furthermore, many parent caregivers report the need for
emotional support and a lack of support from other
family members (e.qg., unreliable/unsupportive fathers or
extended family) or society (Al-Gamal, 2013; Mohamed
Madi et al., 2019; Mohammed et al., 2016; Nazzal et al.,
2018). One study reported that parents need support
related to accessing financial services (Nazzal et al.,
2018). No physical support needs were reported, nor
were any parent-caregiver support interventions
evaluated across the 10 included studies. However, the
included studies indicated that it is imperative to
advocate for the provision of multidisciplinary support
and services centered around the family's needs, and
policies that adequately support parents of children with
CP (Al-Gamal et al., 2013; Almasri et al., 2014;
Alwhaibi et al., 2022; Mohamed Madi et al., 2019; Wyne
etal., 2017).

Table 2: Characteristics of caregivers and their care-recipients with CP
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Description of caregiving tasks of parents of children
with CP in Arab contexts

Information regarding caregiving tasks was
reported across four studies (40%) (Al-Gamal, 2013;
Alghamdi et al, 2021; Alwhaibi et al., 2022;
Mohammed et al., 2016). These tasks included
transferring, dressing, washing/bathing, mobility (and
transportation), cooking, feeding, toileting,
housekeeping, playing, teaching, oral care, providing a
home exercise program, and shopping. The most
common tasks reported were transferring (3/4 studies),
dressing (3/4 studies) and washing/bathing (3/4 studies).

Description of consequences of caregiving among
parents of children with CP in Arab contexts

Five studies reported information about the
consequences of parental caregiving of children with CP
(Al-Gamal, 2013; Al-Gamal et al., 2013; Mohamed
Madi et al., 2019; Mohammed et al., 2016; Nazzal et al.,
2018). Parents in these studies reported how their
physical and psychological health was affected by their
child’s diagnosis. For example, some parents
(particularly mothers) experienced chronic pain, stress,
depression, and/or reduced quality of life due to the
heavy care burden of having a child with CP (Al-Gamal,
2013; Al-Gamal et al., 2013; Mohamed Madi et al.,
2019; Nazzal et al., 2018). Parents in one study reported
an increase in resilience as a positive consequence
associated with caregiving (Mohamed Madi et al., 2019).

Description of caregiving experiences of parents of
children with CP in Arab contexts

Relative to caregiving experiences, two of the
three qualitative studies explored the experiences of
mothers of children with CP (Mohamed Madi et al.,
2019; Nazzal et al., 2018). Across the findings of the two
studies, five common themes emerged that shed light on
the challenges faced by these mothers. The themes
include mothers experiencing challenges related to the
diagnosis and acceptance of their child's condition,
stigmatization and negative societal attitudes, limited
access to specialized healthcare services, financial
burdens, and inadequate support systems. The available
evidence highlights how cultural factors play a
significant role in shaping the experiences of mothers.
Specifically, traditional beliefs, misconceptions, and
cultural norms influence parents' perceptions of CP,
impacting their acceptance, help-seeking behaviours,
and treatment choices. For instance, in the study by Madi
et al., 2019 the mothers believed that the causes of CP
are “Evil Eye” and “Jinn” (i.e., invisible spirits that
inhabit the earth, capable of assuming various forms and
influencing humankind for either good or evil).

“l believe what happened to my son was a
strong ayn (evil eye) that hit his health. I felt it one day
when | had a large gathering in my house and one of the
ladies without saying Masha’Allah (God protect you

from envy), said, “You have a pretty child.” (Mohamed
Madi et al., 2019)

In the hope of finding a cure for their children,
some mothers sought to utilize all treatment options,
including healing through the Quran (the holy book in
Islam) (Mohamed Madi et al., 2019) The authors
suggested that health and social care providers need to
consider caregivers' beliefs and the effects of these
beliefs on their caregiving experience.

Stigma and societal pressure often result in
feelings of isolation, emational distress, and a lack of
understanding and support from the wider community.
In fact, the studies show that both children with CP and
their parents experience stigma, affecting the family
dynamics and quality of life. For example, mothers were
commonly blamed for their children’s disability
(Mohamed Madi et al., 2019; Nazzal et al., 2018)

“My mother-in-law blamed me for not having a
healthy child. Society blames the mother. In the
beginning, my mother and my aunts told me to admit him
to disabled centers and to leave him till he became
independent, but I refused” (Mohamed Madi et al., 2019)

“When my son goes out, children in the
neighborhood start laughing at him often calling him
‘crippled,” or ‘disabled.” These voices keep resounding
in my head and it hurts deep down to hear people calling
my child as such.” (Nazzal et al., 2018)

DISCUSSION

We conducted this scoping review to
understand the existing literature concerning the needs
and experiences, caregivers' characteristics included in
caregiving studies, caregiver needs, tasks, challenges,
and consequences of caregiving, and interventions
targeting parents of children with CP in Arab countries.
This exploration is motivated by the recognition that
family life is intricately influenced by historical, social,
and cultural contexts (26). To our knowledge, this is the
first scoping review with a specific focus on Arab
parental caregiving of children with CP. We found 10 out
of 87 potential studies provided information about the
parent role in caring for children with CP in the Arab
region, reflecting limited consideration of this important
topic within the domain of caregiver research.
Nevertheless, all the included studies were published in
the last decade, which may reflect an emerging interest
in this topic. The findings of this review shed light on
several key aspects related to parental experiences
(primarily mothers), support needs, and challenges in the
context of CP within the Arab region.

Key findings and future research recommendations
Despite increasing awareness of the importance

of exploring parental experiences and perspectives

across many societies (Jansen-Van Vuuren et al., 2021;
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Ni et al., 2022), we found little targeted exploration of
the experiences of Arab parents of children with CP.
Specifically, our review showed that CP caregiving
literature in Arab countries has focused primarily on the
experiences and perspectives of young adult mothers
raising a child with CP (Mohamed Madi et al., 2019;
Nazzal et al., 2018). Fathers' experiences and
perceptions of their role in parenting a child with CP are
under-researched, thereby limiting understanding of
their role. This knowledge gap could be attributed to the
traditional caregiving role in Arab families, where there
is a gender predominance of mothers as the primary
caregivers (Elangkovan et al., 2020; Vadivelan et al.,
2020) and cultural factors that reinforce these gender
roles (Ridge et al., 2017), making it difficult for fathers
to be actively involved in caregiving activities.

When exploring parental caregiving for
children with a disability, it is important to consider the
perspectives of both mothers and fathers due to the
growing interest in co-parenting (Boyd et al., 2019) and
parental role-sharing (Farber, 2000). Given the
increasing interest in family-centered care in pediatric
health service delivery globally (Cook et al., 2022), we
argue that focusing solely on mothers and their
experiences of the caregiving role may overlook crucial
information and fail to capture the complete picture of
care provision for children with CP. While little targeted
exploration of the experiences of Arab parents of
children with CP has been conducted, studies from other
contexts have explored fathers' experiences of caring for
a child with CP. For instance, studies conducted in the
United States (Bonsall, 2018) and Australia (Davis et al.,
2010) found that fathers of children with CP experienced
high levels of stress and anxiety and decreased sense of
control over their lives due to caregiving responsibilities.
These studies provide valuable insights into the
experiences of fathers caring for children with CP, but
further research is needed in Arab countries to gain a
better understanding of the unique experiences and
challenges faced by Arab fathers of children with CP.
Future research should examine if and how fathers and
mothers of children with CP function together as a family
caregiving network, including what they are doing in
their roles, how they coordinate their efforts to provide
fulsome support for their children. Generating this
knowledge may help clarify family dynamics, identify
individuals who may need more support in their roles and
inform the development of appropriate strategies to
avoid negative caring outcomes.

In terms of support needs, this scoping review
identified that parents of children with CP face
significant challenges in accessing appropriate health
and social care services. Specifically, the included
studies show that healthcare systems in the included
countries may not be adequately equipped to meet the
needs of these families. The parents' reports of a marked
absence of sensitive care and emotional support indicate

a critical void in the provision of comprehensive
assistance (Al-Gamal, 2013; Mohamed Madi et al.,
2019; Nazzal et al., 2018). In light of acknowledged
deficiencies in healthcare professionals' collaboration
(Alwhaibi et al., 2022; Mohamed Madi et al., 2019;
Mohammed et al., 2016; Nazzal et al., 2018), insufficient
financial support (Nazzal et al., 2018), inadequate
information about their children’s condition (Al-Gamal
et al., 2013; Almasri et al., 2014; Alwhaibi et al., 2022;
Wyne et al., 2017), and stigma (Mohamed Madi et al.,
2019; Nazzal et al., 2018), parents often find it
challenging to navigate caring for a child with CP.
Addressing these unmet needs will enhance the well-
being of parents and holds profound implications for the
overall care and outcomes for children with CP. The
findings of this scoping review highlight a critical need
for extensive, standard access to support networks that
can be tailored to the specific needs of each family and
cultural sensitivity to the health and social care delivery
for families of children with CP in the Arab context
(Alheresh et al., 2013). We call for a paradigm shift in
health and social care practices, incorporating culturally
sensitive family-centered approaches to better meet the
diverse needs of families of children with CP in the Arab
region (Shevell et al., 2019).

The literature about CP caregiving in the Arab
context is further dominated by studies documenting the
negative consequences of caregiving, including parental
stress, depression, anticipatory grief, and poor quality of
life and overall well-being (Al-Gamal, 2013; Al-Gamal
et al., 2013; Mohammed et al., 2016). These studies are
typically cross-sectional and rarely make explicit links
between parents' roles, the frequency of their caregiving
tasks, or the severity of the children’'s condition. These
findings have several implications. First, there is a need
to carefully document what parents are doing in enough
detail to understand the variability in their tasks and the
frequency and demands of these tasks as their child
grows. CP is well known to be variable and result in
long-term impairments(Al-Gamal, 2013). Therefore, it
can be expected that demands on caregivers also vary.
Understanding how parental caregiving evolves over
time and how tasks and the time required vary may
provide important insights into why parents experience
the negative outcomes that have been documented.
Second, documenting the positive consequences of
caregiving can help parents stay motivated and resilient
as they care for their child with CP. Additionally, this
knowledge can inform how health and social care
providers support families by acknowledging the
challenges they face while also recognizing the strengths
and positive aspects of their experiences.

This review identified limited existing research
about parents of children with a CP in an Arab context,
particularly related to their experiences. To draw lessons
from the experiences of parents and other caregivers in
the Arab region, further research needs to be conducted
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to explore their needs and positive aspects of their
caregiving role. It is evident that socioeconomic factors,
healthcare infrastructure, and cultural attitudes towards
disability profoundly influence the caregiving
experience. For example, high-income countries
generally offer more robust support systems and
resources (Elangkovan et al., 2020),whereas parents in
low- and middle-income countries often encounter
substantial barriers to accessing necessary care and
support (Vadivelan et al., 2020). Additionally, cultural
attitudes towards disability and the availability of
specialized care services can vary significantly between
different context, impacting the experiences of parents
and caregivers. Accordingly, there is a need to
emphasize the importance of considering the specific
context and challenges faced by parents of children with
CP in the Arab context and adjusting support systems to
meet parent’s needs.

The scoping review revealed a lack of studies
focusing on interventions and strategies explicitly
targeting parents of children with CP in the Arab context.
Empowering parents through targeted support
interventions can improve their self-efficacy and coping
strategies and may contribute to a reduced likelihood of
maltreatment, neglect, or abuse toward children with CP.
For instance, globally it was evident that
psychoeducational programs and workshops enhance
parental well-being, knowledge, coping skills, and
decrease caring burden (Dambi et al., 2017). Parents can
also be engaged as active participants in decision-
making processes and involved in designing and
evaluating targeted interventions for optimal well-being
(Al-Gamal, 2013; Al-Gamal et al., 2013; Mohamed
Madi et al., 2019; Nazzal et al., 2018). However, further
research is needed to evaluate the effectiveness and long-
term outcomes of such interventions and strategies
within the specific cultural and social Arab contexts.

Limitations

This review has several limitations that warrant
consideration. First, this review was limited to only peer-
reviewed articles. The restriction to only peer-reviewed
literature meant that grey literature, such as dissertation
theses, government reports, or studies commissioned by
CP societies or other similar organizations, were not
included. It is possible that this approach excluded
culturally relevant contextual information. Second, we
restricted the search to one Arabic database, which may
have excluded studies addressing more diverse topics in
another database. Third, the search in the Arabic
database was conducted in English due to limitations in
the database's acceptance of Arabic words, which may
have resulted in missing relevant studies.

CONCLUSIONS

The current scoping review has shown the
paucity of information regarding parental caregivers of
children with CP in the Arab context. Future research

should focus on understanding the caregiving networks
of these children, examining how these networks
develop and operate as care needs evolve over time.
Additionally, it is critical to investigate the activities of
caregivers, the ways they acquire necessary skills, and
the positive and negative consequences of their
caregiving roles. Additionally, researchers have yet to
comprehensively explore the experiences of the parents
of children with CP in the Arab context. Addressing
these gaps will contribute to the development of
evidence-based practices and policies that positively
impact the lives of families affected by CP.
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Appendix I: Search terms used in database searches.
MEDLINE (Ovid)

Search|Query Records
retrieved
#1 cerebral palsy/ or "cerebral palsy".mp. 32571
#2 Irag* or Egypt* or Syria* or Jordan* or Lebanon* or Palestine* or Qatar* or Bahrain* or "Saudi Arabia*"|234715
or SA or "United Arab Emirates" or UAE or Oman* or Somali* or Sudan* or Mauritania* or "Comoros
Islands" or Djibouti or Algeria* or Morocco* or Libya* or Tunisia* or Kuwait* or Yemen.mp.
#3 #1 AND #2 25
Embase (Ovid)
Search [Query Records
retrieved
#1 cerebral palsy/ or "cerebral palsy".mp. 49513
#2 Irag* or Egypt* or Syria* or Jordan* or Lebanon* or Palestine* or Qatar* or Bahrain* or "Saudi | 332483
Arabia*" or SA or "United Arab Emirates" or UAE or Oman* or Somali* or Sudan* or Mauritania*
or "Comoros Islands" or Djibouti or Algeria* or Morocco* or Libya* or Tunisia* or Kuwait* or
Yemen.mp.
#3 #1 AND #2 25
CINAHL (EBSCO)

Search | Query Records

retrieved

#1 (MH "Cerebral Palsy") 13,491

#2 (MH "Family+") 263,757

#3 (MH "Caregivers") 41,769

#4 (MH "Bahrain") OR (MH "Egypt") OR (MH "Irag") OR (MH "Jordan") OR (MH "Kuwait") | 26,110
OR (MH "Lebanon") OR (MH "Libya") OR (MH "Oman") OR (MH "Qatar") OR (MH "Saudi
Arabia") OR (MH "Syria") OR (MH "United Arab Emirates") OR (MH "Yemen")

#5 (MH "Djibouti") OR (MH "Somalia") OR (MH "Sudan") 2,430

#6 (MH "Mauritania”) OR (MH "Algeria”) OR (MH "Egypt") OR (MH "Libya") OR (MH | 7,766
"Morocco") OR (MH "Tunisia") OR (MH "Africa, Northern")

#7 (TI (Irag* or Egypt™ or Syria* or Jordan* or Lebanon* or Palestine* or Qatar* or Bahrain* or | 34,835
"Saudi Arabia*" or "United Arab Emirates" or UAE or Oman* or Somali* or Sudan* or
Mauritania or "Comoros Islands" or Djibouti* or Algeria* or Morocco* or Libya* or Tunisia*
or Kuwait* or Yemen*) ) OR ( AB (lrag* or Egypt* or Syria* or Jordan* or Lebanon* or
Palestine* or Qatar* or Bahrain* or "Saudi Arabia*" or "United Arab Emirates" or UAE or
Oman* or Somali* or Sudan* or Mauritania or "Comoros Islands" or Djibouti* or Algeria* or
Morocco* or Libya* or Tunisia* or Kuwait* or Yemen*) )

#8 #4 OR #5 OR #6 OR #7 44,201

#9 #2 OR #3 290,733

#10 #1 AND #8 AND #9 9

APA PsyclInfo (Ovid)

Search|Query Records
retrieved

#1 cerebral palsy/ or "cerebral palsy".mp. 6397

#2 exp family members/ 199137

#3 Caregivers/ 37682

#4 2o0r3 227946

#5 land 4 673
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#6 Irag* or Egypt* or Syria* or Jordan* or Lebanon* or Palestine* or Qatar* or Bahrain* or "Saudi | 38209
Arabia*" or SA or "United Arab Emirates" or UAE or Oman* or Somali* or Sudan* or Mauritania*
or "Comoros Islands" or Djibouti or Algeria* or Morocco* or Libya* or Tunisia* or Kuwait* or
Yemen.mp.

# #5 AND #6 7

Global Health (Ovid)

Search [Query Records
retrieved

#1 cerebral palsy/ or "cerebral palsy".mp. 1484

#2 Irag* or Egypt* or Syria* or Jordan* or Lebanon* or Palestine* or Qatar* or Bahrain* or "Saudi|110806

Avrabia*" or SA or "United Arab Emirates" or UAE or Oman* or Somali* or Sudan* or Mauritania*
or "Comoros Islands” or Djibouti or Algeria* or Morocco* or Libya* or Tunisia* or Kuwait* or
Yemen.mp.

#3 #1 AND #2 8

Google Scholar

Search|Query Records
retrieved

#1 Family AND Caregivers AND Children AND Cerebral palsy AND Irag OR Egypt OR Syria OR |13
Jordan OR Lebanon OR Palestine OR Qatar OR Bahrain OR "Saudi Arabia" OR "United Arab
Emirates” OR UAE OR Oman OR Somali OR Sudan OR Mauritania OR "Comoros Islands" OR
Djibouti OR Algeria OR Morocco OR Libya OR Tunisia OR Kuwait OR Yemen.

Ulrich’s Periodicals Directory (Ulrichsweb.com) databases.
Search Query Records retrieved

#1 Children AND Cerebral palsy AND Family caregivers AND Arabic (0

Appendix I1: Data extraction instrument
Citation

Title

Year of publication

Journal name

Country in which the study conducted
Study purpose/objective/aim

Study design

Data collection methods

Theoretical framework

Caregiving characteristics

Sample size

Mean (SD) Age

Relationship with care-recipient
Caregiving tasks

Income

Needs

Experiences

Consequences of caregiving

Details about caregiver assessment and interventions
Care-recipient characteristics

Mean (SD) Age

Gender

GMFCS
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