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Abstract: Caregivers are an intrinsic component of the environment of children with intellectual
disabilities. However, caregivers’ capacity to support children’s participation may be linked to the
social support that they, as caregivers, receive. Social support may increase participation, educational,
psychological, medical and financial opportunities. However, there is a lack of information on social
support in middle-income countries. The current study described and compared the social support of
caregivers of children with intellectual disabilities by using the Family Support Survey (FSS) in India
and South Africa. The different types of social support were subsequently considered in relation to
participation, using the Children’s Assessment of Participation and Enjoyment (CAPE). One hundred
caregiver–child dyads from India and 123 from South Africa participated in this study. The data were
analysed using non-parametric measures. Indian caregivers reported greater availability of more
helpful support than did the South African caregivers. Social support was associated with children’s
participation diversity (India) and intensity (South Africa). The child-/caregiver-reported participation
data showed different associations with participation. Results from this study suggest that perceived
social support of caregivers differs between countries and is associated with their child’s participation.
These factors need to be considered when generalising results from different countries.

Keywords: social support; family support survey; participation; intellectual disabilities; low- and
middle-income country

1. Introduction

The introduction of the International Classification of Functioning, Disability and Health (ICF) [1]
and the Child and Youth Version (ICF-CY) [2] highlighted participation as a critical health outcome [3].
Furthermore, participation has been highlighted as a human right for persons with disabilities at the
United Nations Convention on the Rights of Persons with Disabilities [4]. Participation is described as
an important means for achieving physical, social and academic development, cultural understanding,
and community inclusion. It is argued that through participation, developmental skills are practiced
until an outcome of learned skills is produced [5,6].

As the field of participation is growing, however, gaps in research have emerged. In spite of the
fact that participation is reported to be influenced equally by personal and environmental factors [7–9],
the bulk of research on participation has focused on personal factors. The current research has
provided evidence of decreased participation for children with disabilities [9–14] and specific patterns
of participation associated with the type and severity of a disability [15–19]. Studies considering the
impact of environmental factors are more limited in number, but as highlighted by Anaby et al. in
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a scoping review on the effect of the environment on participation, family support and geographic
location are facilitators of participation, while attitudes, the physical environment, policies and a lack
of support serve as barriers to participation [20].

A paucity of research is also evident in relation to the effect of the income level of the country or
culture on participation. Most children with disabilities in the world live in low- and middle-income
countries [21], and environmental factors have been identified as an important participation-related
concept. Hence, it would have been expected that research on participation in low- and middle-income
countries would be common. However, the review by Anaby et al. [20], which identified 28 studies
(and three reviews), all were conducted in high-income countries. A more recent scoping review by
Schlebusch et al. [22] identified 78 studies on participation from low- and middle-income countries
(55% conducted after the Anaby et al. [20] review). However, only 4% (n = 6) of these studies were from
low-income countries, with 68% (n = 53) conducted in upper-middle-income countries. Furthermore,
again only 4% (n = 6) of the studies in this review considered the effect of the environment on children’s
participation, while the remaining studies investigated participation as a process (n = 7), participation
as an outcome (n = 42), child-related outcomes (n = 14), and the measurement of participation or
related constructs (n = 11) [22]. All in all, there remains a lack of research on participation of children
with disabilities from low- and middle-income countries, particularly in relation to environmental
factors [22,23].

The importance of research on participation from low- and middle-income countries relates
specifically to differences in the environment that may affect children with disabilities’ participation.
As indicated by Anaby et al. [20], environmental factors may function as facilitators of or barriers
to the participation. Compared to their peers in high-income countries, children in low- and
middle-income countries have been identified as being at greater risk from environmental influences
such as poverty, reduced educational opportunities, violence and difficulty accessing healthcare [24–26].
In addition, the studies in the Anaby et al. review [20] were mostly from English-speaking countries
embracing Eurocentric/western philosophies such as the U.S., the U.K., Canada, Australia and
Europe [20], which see the individual as being independent from their community. This is in contrast
to Afro-/Asia-centric philosophies that are founded on collectivism or see the self as inseparable from
the community [27–29]. Differences in life philosophies may affect perceptions of self and disability,
perceptions or availability of support, communication, and hence participation in these settings [27–29].

Within different cultural philosophies, the role of caregivers and the impact of factors such as
caregiver support may affect participation. Unfortunately, limited research has been conducted in
this area. Caregivers play a much greater role in finding [30,31] and facilitating [32] opportunities for
participation for children with disabilities [20,33] than for children with typical development. In fact,
the responsibility of ensuring that the rights of a child with intellectual disabilities are met, is reported
to fall most often on caregivers [34–36]. Such responsibilities can create additional stress for caregivers
and may limit their adaptability. Different forms of social support have been described as buffers
for caregivers of children with disabilities to decrease stress and increase positive parenting [37,38].
When considering participation specifically, as expressed in the ICF-CY [2], “the role of the family
environment and others in the immediate environment is integral to understanding participation,
. . . .” [2], (p. xvi). Yet, little is known about the support experienced by caregivers of children [39],
particularly in Afro-/Asia-centric countries [40]. Social support specifically is a process that “arises
from formal support (medical or professional) and informal sources (extended family, friends, and
neighbours) around the caregiver and family” [40], (p. 160). Social support is said to be a reciprocal
interaction in which caregivers feel cared for, esteemed and valued, and in which they are engaged
in a system of communication and mutual responsibility [41]. Social support enables caregivers of
children with disabilities to mediate the stress that they face [38,42,43] by developing resilience [44]
and increasing their situational appraisal [45] and coping strategies [46]. While reductions in stress
are reported to increase well-being [47], the presence of social support for caregivers and the use of
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positive caregiving styles are reported to increase the quality of caregiving [48]. Nurturing the child’s
self-esteem can also result in better developmental outcomes for the child [40,48].

One distinct difference between Eurocentric and Afro-/Asia-centric households is the proportion
of multi-generational households (both India and South Africa) [40,49]. Multigenerational households
have been highlighted as able to provide resilience and growth where this might otherwise not have
been possible [50–53]. The presence of older generations in the household can, however, also add to a
caregiver’s responsibilities. In Eurocentric cultures, help for an older generation is provided primarily
when specific needs arise (for example injury or illness), and therefore multigenerational households
are less common. In Afro-/Asia-centric cultures, simply “being old” is sufficient for the provision of
additional support [51,52], and the provision of this support is culturally obligatory [52,53].

The influence of caregivers of children with disabilities on their child’s participation is represented
in the context- and environment-related constructs of the family of Participation-Related Constructs
(fPRC) model [6]. In this model, caregivers constitute a key component of their child’s context
(part of the environment). They provide opportunities for participation, regulate the environment,
and respond to their child [54]. In spite of this key role played by caregivers of children who have
intellectual disabilities, only four studies [32] have made use of tools in which the caregivers reported
on participation, and none of these considered factors specific to the caregiver which may affect
participation [6]. From a systems perspective, the impact of caregiver factors on the participation of a
child with intellectual disabilities can also be appreciated, as the influence of each level of the system
on the other levels is highlighted. This perspective is supported by studies that identify the caregiver
education level, income and social support structures [33,55] as factors that may have an effect on
participation [33,56,57].

The final gap that has been noticed in the literature is the notion of diagnosis. The most commonly
reported disability in terms of participation is cerebral palsy [20,58–63], and research on other conditions
such as intellectual disabilities is sparse. Intellectual disability is a pervasive and lifelong condition
in which children present significant limitations with regard to intellectual functioning and adaptive
behaviour, prior to the age of 18 years [64]. In addition to the individual challenges experienced
by children who have intellectual disabilities, environmental barriers may impede the achievement
of human rights [34–36]. These may include a lack of opportunities for participation in education,
recreation, leisure, sporting and community activities [10,65]. For children with intellectual disabilities,
the combination of individual challenges and environmental barriers can result in decreased cognitive
and linguistic skills, poor motor and social skills [66], social isolation and chronic health problems [32].
A systematic review of the participation of children with intellectual disabilities identified four studies
that reported that children with intellectual disabilities participated to a similar extent in leisure
activities, but less in social activities within the community, recreational activities, family enrichment
activities and formal activities, than did their typically developing peers [32]. Other studies not included
in the review indicated decreased participation in active-physical and skills-based activities [19,66,67]
and a higher proportion of participation in social and recreational activities [19]. In addition, children
with intellectual disabilities were noted to participate in a significantly greater number of activities at
home [68], by themselves [19] or with adults, rather than with peers [10], in comparison to children
with typical development. In addition, challenges in the participation of a child with an intellectual
disability were found to affect not only the child, but also to place high levels of stress on the parents
and family [30].

In conclusion, there is a need to describe the influence that the environmental component of
caregiver support has on the participation of children with intellectual disabilities from low- and
middle-income countries [33]. The current study aimed to measure, describe and compare the
social support of caregivers of children with intellectual disabilities from India and South Africa,
and to determine if there is an association between the social support reported by caregivers and the
participation of their children as reported by caregivers and their children. India and South Africa were
selected since both countries have been identified as having cultures in which households are more
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commonly multigenerational. However, India is a lower-middle-income country and has a very high
reported prevalence of intellectual disability (≈6%), while South Africa is an upper-middle-income
country and has a lower reported prevalence (≈2.25%) of intellectual disability [69,70].

2. Aims

This study had three key aims: firstly, to describe and compare the social support reported by
caregivers of children with intellectual disabilities in India and South Africa; secondly, to determine
if there was any association between the demographic factors and the social support reported by
caregivers; thirdly, to determine if there was any association between the social support reported by
caregivers and the participation of their children with intellectual disabilities.

The first hypothesis formulated for this study was that the social support available to caregivers
in India and South Africa would be different. The second hypothesis suggested that demographic
factors in India and South Africa would affect social support, and the third hypothesis stated that
increased perceived social support would be associated with increased participation of the children
with intellectual disabilities.

3. Materials and Methods

3.1. Study Design, Sampling and Participant Selection

A comparative group design was used for this study. Purposive sampling was used in schools
for children with intellectual disabilities to identify participants. In both countries, education for
children with disabilities is provided in special schools which can be either government funded or
private. The support provided by these schools is dependent on a range of factors including context
(rural/urban), funding and fees paid by parents. Both urban and rural schools were included in
this study.

Inclusion criteria for caregiver–child dyads required children to be between the ages of 6 and 21,
and to have a primary diagnosis of mild to moderate intellectual disability. Caregivers were required
to be literate in Bengali, English, Afrikaans, isiZulu or isiXhosa, and children were required to speak
Bengali, English, Afrikaans, isiZulu or isiXhosa. If a child’s home language was not the same as the
language in which the Children’s Assessment of Participation and Enjoyment (CAPE) [71] was to
be administered at their school, then the child needed to have been schooled in the language of the
CAPE [71] for at least 1 1

2 years in order to be included in the study.

3.2. Ethics

Ethics approval for the study was obtained from the relevant ethics committees of the institutions
of higher education in both countries. Permission was obtained from the appropriate departments and
heads of schools or centres. In India, participants were identified in twelve schools and centres for
children with disabilities. In South Africa, permission was obtained from the Department of Education
in six provinces. Permission was also obtained from the principals and governing bodies of the schools
identified. Eleven government schools and four private schools gave permission for their children to
participate in the study.

3.3. Participants

A total of 223 caregiver–child dyads participated in the study, with 100 dyads from India and 123
from South Africa. The children had a mean age of 12:4 (years:months), and the sex composition of the
sample was 61.3% male and 38.7% female. Although the reporting caregiver was primarily the child’s
mother (73.6%), fathers (15.6%) and other caregivers (10.8%) also reported on their children. More than
half of the caregivers had at most a Grade 12 education (India 68%; South Africa 64%), and 64% of
caregivers reported a household income of less than ZAR 30,000.00 (approximately EUR 1500.00) per
month. Indian caregivers reported between one and six children residing in the household (M = 2),



Int. J. Environ. Res. Public Health 2020, 17, 6644 5 of 18

while the South African caregivers reported between one and 13 children (M = 3) in the household.
Indian caregivers reported having grandparents living in the house in 67.4% of families, and other
family members in 47.7% of families. South African caregivers reported having grandparents living in
the house in 32.6% of families, and other family members in 52.3% of families. Statistically significant
differences were evident in the demographic data of caregivers from India and South Africa.

The summarised demographic data of the participants are presented in Table 1.

Table 1. Demographic data of participants.

Demographic Factor India
(n = 100)

South Africa
(n = 123)

Combined Data
(n = 223)

Equivalence
p-Value

Caregiver respondent (%) 1

Mother 33.8 39.8 73.6
0.129 3Father 6.1 9.5 15.6

Other 3.5 7.4 10.8
Caregiver education (%) 1

Grade 11 or less 23.1 17.8 40.9

0.000 *,2Grade 12 7.1 17.8 24.9
Degree 12.0 8.9 20.9
Other 2.2 11.1 13.3

Household income per month (%) 1

<ZAR 4500 (≈EUR 220) 1.8 26.2 28.0

0.000 *,2

ZAR 4501–ZAR 12,500 (≈EUR 600) 4.4 12.4 16.9
ZAR 12,501–ZAR 30,000 (≈EUR 1500) 11.6 7.6 19.1
ZAR 30,001–ZAR 52,000 (≈EUR 2500) 5.8 3.6 9.3
ZAR 52,001–ZAR 70,000 (≈EUR 3370) 6.2 3.1 9.3

>ZAR 70,001 (≈EUR 3370) 14.7 2.7 17.3
Number of children in the

household (Median) 2.0 3.0 2.0 0.000 *,2

Grandparents in household (%) 1 67.4 32.6 46.6 0.000 *,2

Additional family members in
household (%) 1 47.7 52.3 50.6 0.000 *,2

Employment (%) 1

Home executive/housewife 5.1% 20.8 14

0.000 *,2
Not working currently 1.0 15.4 9.2

Working part time 11.1 12.3 11.8
Working full time 82.8 43.1 60.3

Other 0.0 8.5 4.8
Child younger than 13 years (%) 1 51.0 43.1 46.5

0.232 2
Child 13 years or older (%) 1 49.0 56.9 53.5

Sex (%) 1

Male 66.0 57.8 61.3
0.440 3

Female 34.0 42.2 38.7

Note * the p value is significant. 1 Percentages may not add up to 100 due to rounding. 2 Pearson’s chi-square
p < 0.05. 3 Fisher’s exact test–one-sided.

3.4. Materials

The availability of support to caregivers of children with intellectual disabilities in this study
was determined using the Family Support Scale (FSS) [72]. The FSS [72] is a 19-component scale that
asks caregivers to rate the helpfulness of support from various sources, for example, spouse, parents,
friends, and parent groups. For each support source, the caregiver indicated on a Likert scale whether
the support was not available (0), not at all helpful (1), sometimes helpful (2), generally helpful (3),
very helpful (4) or extremely helpful (5). In the scoring of the FSS [72], the 19 sources were grouped
into four factors—namely, family, spousal, social and professional support [73]. The FSS [72] was
highlighted as a measure suitable for use with caregivers of children with disabilities in a scoping
review on the subject [40], and was reported to have both internal consistency and stability across
samples [73].
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The participation of children was reported using the Children’s Assessment of Participation
and Enjoyment (CAPE) [71]. The CAPE [71] is a self-report questionnaire that has been developed
for use with children/youth between the ages of 6 and 21 years, with and without disabilities.
The CAPE [71] considers 55 activities grouped into domains (overall, informal and formal) or activity
types (recreational, active-physical, social, skills-based and self-improvement). For each activity,
five dimensions of participation are measured—namely, diversity, intensity, companionship, location
and enjoyment [71]. A proxy report of the CAPE [71] was used to measure the caregivers’ perceptions
of their children’s participation [74]. As reported in Dada, Bastable, Schlebusch and Halder [74] and
available in this special edition of the Int. J. Eviron. Res. Public Health, the internal consistency of the
CAPE [71] for this study was excellent (0.923 < α < 0.993) [74,75].

All materials for this study were translated into Afrikaans, Bengali, Sepedi, isiXhosa, and isiZulu.
Translation included forward and blind backward translation, as well as the consideration of linguistic,
functional and cultural equivalence [76].

3.5. Data Collection

A total of 422 information packs were sent to caregivers via their child’s school. The return rate in
India was approximately 70% and South Africa approximately 55%.

The information pack included information on the study, a written consent form, the FSS [72],
and the proxy version of the CAPE [71] in the language of teaching and learning at the child’s school.
The consenting caregivers completed these forms and returned them to the school in an envelope.
The children whose caregivers consented were asked to provide assent and they completed the
CAPE [71] in an interview at their school. All children in India assented and 98% of South African
children assented. The CAPE [71] interview was conducted in close adherence to the instructions and
using the visual supports provided in the manual. The interview was conducted in the language of
teaching and learning at the school or the child’s home language, with the researcher reading the
questions to the child and recording their answers on the CAPE [71] forms. Children who assented,
as well as those who did not, were provided with a token of appreciation (a ruler and an eraser).

3.6. Data Analysis

Data analysis for this study was conducted using SPSS version 26 (IBM, Armonk, NY, USA) [77].
Demographic data, data from the FSS [72] and from the CAPE [71] were analysed for normality first,
and then using non-parametric tests including Pearson’s chi-square, Fisher’s exact test, Mann–Whitney
U, Kruskal–Wallace, and the independent samples test. Internal consistency of the FSS [72] was
evaluated using Cronbach’s alpha [75]. Due to significant differences being evident in the demographic
data of participants from India and South Africa, the analysis of the CAPE [71] and associations
between the CAPE [71] and FSS [72] were conducted on each set of data independently, rather than as
a single set.

The participation data from India and South Africa were compared to their respective FSS [72]
data using Kendall’s Taub [78] to determine association. Although both Pearson’s and Spearman’s
correlation coefficients are better known statistical coefficients, Kendall’s Taub has been shown to be
less sensitive to outliers, thereby limiting the number of Type 1 errors and providing tighter confidence
intervals and clearer interpretation [78,79]—specifically where sample sizes are smaller [80].

4. Results

The internal consistency of the FSS [72] is reported on first, followed by the social support perceived
by caregivers. This is followed by the associations in demographic and FSS [72] data. The participation
data are summarised (the full data are available in the paper titled: The participation of children with
intellectual disabilities: Including the voices of children and their caregivers in India and South Africa,
in this special edition), and associations between social support and participation are presented.
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4.1. Internal Consistency of the FSS [72]

The internal consistency of the FSS [72] was determined using Cronbach’s alpha. The FSS [72]
presented with Cronbach’s alpha coefficients between 0.748 and 0.780, which are considered
acceptable [75,81].

4.2. Social Support Reported by Caregivers of Children with Intellectual Disabilities in India and South Africa

On average, caregivers in India and South Africa reported that family and spouse groups were
generally helpful (family mean = 2.72, spouse mean = 2.70), and social and professional groups were
sometimes helpful (social mean = 1.67, professional mean = 2.23). The caregiver’s parents and spouse
were most likely to be reported as extremely helpful. Parent groups, co-workers, social groups, church
or spiritual support, early childhood intervention centres, and governmental and non-governmental
agencies were most likely to be unavailable to caregivers. No significant differences were evident
between social support factors for India and South Africa, except for spousal support (p = 0.000).
For specific support sources, significant differences were evident between India and South Africa,
both for the level of support reported and the sources available. Overall, the caregivers in India
reported greater helpfulness from available support sources, but older children, co-workers or parent
groups, social and religious groups, early childhood intervention and governmental/non-governmental
services were not available to the majority of families. The South African caregivers, however, reported
that social support groups were less helpful to them. Unavailable support in South Africa included
relatives, spousal friends, friends, neighbours, other parents, parent and social groups, early childhood
intervention and governmental/non-governmental services. The full social support results are indicated
in Table 2.

Table 2. Caregiver-reported social support using the Family Support Survey (FSS) [72].

Family Support Scale 1 India
(n = 100)

South Africa
(n = 123)

p-Value 2/
Mann-Whitney U 2

Mode % Not
Available Mode % Not

Available

Family (Mean) 2.69 1.00 2.74 4.80 0.931 3

My parents 4.00 18.0 5.00 12.40 0.000 *
My relatives 4.00 5.00 0.00 33.90 0.000 *

My older children 0.00 70.00 0.00 19.30 0.000 *

Spousal (Mean) 3.23 3.00 2.23 6.50 0.000 *,3

My spouse’s parents 4.00 25.00 0.00 30.60 0.000 *
My spouse’s relatives 4.00 7.00 5.00 23.60 0.000 *

My spouse 5.00 7.00 0.00 24.50 0.000 *
My spouse’s friends 4.00 13.00 0.00 42.50 0.000 *

Social (Mean) 1.54 2.00 1.78 14.60 0.230 3

My friends 4.00 13.00 0.00 35.10 0.000 *
My neighbours 4.00 8.00 0.00 36.00 0.000 *
Other parents 4.00 10.00 0.00 43.20 0.000 *
Co-workers 0.00 66.00 0.00 48.10 0.000 *

Parent group members 0.00 78.00 0.00 68.60 0.118
Social groups 0.00 89.00 0.00 59.40 0.000 *

Church/spiritual 0.00 96.00 0.00 40.40 0.000 *
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Table 2. Cont.

Family Support Scale 1 India
(n = 100)

South Africa
(n = 123)

p-Value 2/
Mann-Whitney U 2

Mode % Not
Available Mode % Not

Available

Professional (Mean) 2.12 6.00 2.33 4.00 0.431 3

Family doctor 4.00 9.00 0.00 31.90 0.000 *
Early childhood

intervention 0.00 91.00 0.00 52.30 0.000 *

School/day care 4.00 19.00 0.00 36.30 0.000 *
Professionals 4.00 16.00 5.00 27.50 0.000 *
Organisations

Non-/Governmental 0.00 92.00 0.00 67.30 0.000 *

1 Scores were measured on a Likert scale: 0 = not available; 1 = not at all helpful; 2 = sometimes helpful; 3 = generally
helpful; 4 = very helpful; 5 = extremely helpful. 2 Pearson’s chi-square, p < 0.05. 3 Mann–Whitney U, * P is significant
when p < 0.05.

Associations between Demographic Factors and Social Support

In India, the association indicated increased family support when the caregiver was the mother
(Taub = 0.194), whereas in South Africa, decreased family support was indicated when the caregiver
was the mother (Taub = −0.163). Small positive associations between social support (Taub = 0.201) and
employment (Taub = 0.157) were evident in India, while a small effect of home language on professional
support was indicated for South Africa (p = 0.262). Associations between child sex and age were seen
in India, with increased support for male (Taub = −0.182) and younger children (Taub = 0.173) [79].
The association data are presented in Table 3 below.

Table 3. Associations between demographic social support factors in India and South Africa.

Demographic Factors
Family Spousal Social Professional

India South
Africa India South

Africa India South
Africa India South

Africa

Relationship to child 1 0.023 * 0.030 * 0.957 0.067 0.221 0.807 0.150 0.215
Education 1 0.466 0.566 0.112 0.816 0.773 0.761 0.511 0.364

Employment 1 0.940 0.112 00.577 0.205 0.016 * 0.139 0.547 0.249
Income 1 0.716 0.315 0.041 * 0.946 0.858 0.013 0.540 0.262

Home language 2 0.806 0.420 0.906 0.234 0.560 0.059 0.166 0.031 *
Number of children in the

home 1 0.218 0.246 0.711 0.311 0.290 0.814 0.290 0.287

Number of grandparents in
the home 1 0.693 0.214 0.136 0.350 0.335 0.824 0.587 0.419

Other relatives in the home 1 0.637 0.545 0.712 0.649 0.913 0.602 0.090 0.309
Child’s sex 1 0.038 * 0.820 0.933 0.905 0.835 0.628 0.979 0.727

Child’s age (<13/>13 years) 1 0.443 0.507 0.224 0.169 0.042 * 0.070 0.859 0.826
Additional impairments 1 0.724 0.296 0.723 0.597 0.396 0.175 0.091 0.129

* p < 0.05. 1 Taub. 2 Kruskal–Wallis.

4.3. Participation and Social Support for Children with Intellectual Disabilities in India and South Africa

4.3.1. Self-Reported Participation of Children with Intellectual Disabilities

Children in India and South Africa participated in a similar number of activities overall and with
the same enjoyment. However, children from India were noted to participate more frequently at home
with close family, while the children from South Africa participated less frequently at a relative’s house
with extended family (medium to large effects). The full participation data are available in Dada,
Bastable, Schlebusch and Halder, in this special edition of the Int. J. Eviron. Res. Public Health.
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4.3.2. Proxy-Reported Participation of Children with Intellectual Disabilities

Caregiver-reported participation differed from self-reported participation across both India and
South Africa in terms of the number of social and skills-based activities participated in and to the
level of enjoyment. No significant differences in the reporting of intensity, with whom, or where
activities were conducted were evident. The full caregiver participation results are available in the
Dada, Bastable, Schlebusch and Halder, in this special edition of the Int. J. Eviron. Res. Public Health.

4.4. Association between Social Support and Participation

4.4.1. Association between Social Support and Caregiver-Reported Participation of Children with
Intellectual Disabilities in India and South Africa

Associations with the presence of family support sources were evident for the intensity of
participation overall, in the informal domain and for self-improvement activities in South Africa.
Family support was also associated with where formal and skills-based activities occurred in South
Africa, but with caregiver-reported enjoyment in active-physical activities in India. Spousal factors were
associated with the diversity of social activities in South Africa, with whom and where participation
occurred overall, and with participation in the informal domain. In India, spousal support was
associated with whom recreational activities occurred, and where informal and social activities took
place. The social support factor was associated with the diversity of participation overall, in both
the informal and formal domains in India. In South Africa, however, social support was associated
with the intensity of participation overall, participation in the informal domain, and social activities.
Intensity of participation in the formal domain as well as where participation in this domain occurred
was associated with social support in India. Professional support was associated in India with the
intensity of activities in the formal domain and social activities, but in South Africa, it was associated
with participation with whom and participation in the informal domain. The association data are
presented in Table 4.

Table 4. Association between social support factors and caregiver-reported participation.

Participation Domains or
Activities

Family Spousal Social Professional

India South
Africa India South

Africa India South
Africa India South

Africa

Participation, as Reported by Caregivers

Overall 0.248 0.850 0.923 0.343 0.05 *1 0.735 0.504 0.625
Informal domain 0.165 0.846 0.902 0.549 0.123 *,3 0.462 0.681 0.960
Formal domain 0.244 0.365 0.776 0.181 0.017 *,1 0.882 0.852 0.301

Recreational activities 0.097 0.995 0.300 0.675 0.611 0.261 0.606 0.474
Active-physical activities 0.937 0.696 0.880 0.990 0.453 0.682 0.255 0.998

Social activities 0.335 0.221 0.542 0.044 *1 0.062 0.863 0.378 0.496
Skills-based activities 0.322 0.214 0.369 0.107 0.207 0.963 0.252 0.265

Self-improvement activities 0.357 0.651 0.251 0.431 0.377 0.484 0.908 0.677

Participation Intensity, as Reported by Caregivers

Overall 0.521 0.020 *,2 0.344 0.450 0.560 0.007 **,1 0.268 0.076
Informal domain 0.803 0.042 *,1 0.874 0.450 0.860 0.040 *,1 0.056 0.172
Formal domain 0.700 0.136 0.109 0.781 0.009 **,1 0.066 0.004 **,2 0.477

Recreational activities 0.793 0.744 0.430 0.831 0.790 0.187 0.821 0.421
Active-physical activities 0.913 0.174 0.849 0.690 0.238 0.545 0.723 0.083

Social activities 0.903 0.428 0.762 0.711 0.832 0.034 *,1 0.016 *,1 0.302
Skills-based activities 0.946 0.270 0.095 0.397 0.363 0.087 0.942 0.803

Self-improvement activities 0.458 0.029 *,1 0.754 0.366 0.842 0.075 0.098 0.705
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Table 4. Cont.

Participation Domains or
Activities

Family Spousal Social Professional

India South
Africa India South

Africa India South
Africa India South

Africa

Participation with Whom, as Reported by Caregivers

Overall 0.688 0.300 0.250 0.048 *,1 0.379 0.055 0.878 0.046 *,1

Informal domain 0.766 0.261 0.256 0.042 *,1 0.544 0.035 *,1 0.513 0.018 *,1

Formal domain 0.665 0.407 0.429 0.278 0.131 0.654 0.311 0.887
Recreational activities 0.908 0.535 0.033 *,1 0.302 0.637 0.008 **,1 0.765 0.058

Active-physical activities 0.423 0.298 0.453 0.066 0.530 0.543 0.511 0.983
Social activities 0.700 0.212 0.193 0.081 0.465 0.134 0.053 0.348

Skills-based activities 0.276 0.114 0.451 0.250 0.784 0.232 0.134 0.716
Self-improvement activities 0.452 0.622 0.601 0.112 0.247 0.123 0.189 0.070

Participation Where, as Reported by Caregivers

Overall 0.275 0.119 0.080 0.044 *,1 0.315 0.284 0.938 0.896
Informal domain 0.262 0.107 0.036 *,1 0.034 *,1 0.832 0.448 0.733 0.854
Formal domain 0.422 0.025 *,1 0.889 0.093 0.001 **,2 0.206 0.258 0.994

Recreational activities 0.797 0.651 0.739 0.751 0.243 0.056 0.439 0.338
Active-physical activities 0.275 0.044 * 0.233 0.045 * 0.130 0.781 0.589 0.539

Social activities 0.155 0.891 0.029 *,1 0.287 0.455 0.615 0.109 0.542
Skills-based activities 0.690 0.015 *,1 0.699 0.083 0.197 0.111 1.000 0.909

Self-improvement activities 0.241 0.251 0.992 0.122 0.671 0.123 0.135 0.459

Participation Enjoyment, as Reported by Caregivers

Overall 0.121 00.761 0.305 0.424 0.145 0.694 0.036 *,2 0.283
Informal domain 0.079 0.801 0.273 0.800 0.993 0.817 0.046 *,1 0.205
Formal domain 0.444 0.603 0.425 0.036 *,1 0.045 *,1 0.968 0.647 0.848

Recreational activities 0.121 0.641 0.331 0.900 0.157 0.615 0.121 0.825
Active-physical activities 0.024 *,2 0.368 0.373 0.516 0.165 0.481 0.033 *,2 0.915

Social activities 0.089 0.533 0.100 0.795 0.256 0.230 0.590 0.199
Skills-based activities 0.137 0.123 0.763 0.685 0.575 0.518 0.267 0.546

Self-improvement activities 0.877 0.870 0.198 0.104 0.725 0.212 0.070 0.116

Taub ** p < 0.01, * p < 0.05. Effect sizes: 1 Small effect: Taub > 0.7, 2 Medium effect: Taub > 0.21, 3 Large effect:
Taub > 0.50 [79].

4.4.2. Associations between Social Support and Child-Reported Participation of Children with
Intellectual Disabilities in India and South Africa

Children in South Africa indicated associations between participation and family and social
support, while children in India indicated connections between active physical activities and family.
Intensity of participation in social (India) and recreational (South Africa) activities was associated with
social support. An association between with whom recreational activities occurred and family support
was evident in South Africa, while family support was associated with where participation occurred
in India as well as South Africa. All effects identified were small [75]. Significant associations are
reported in Table 5.

Table 5. Significant associations between social support factors and child-reported participation.

Participation Domains and
Activities

Family Spousal Social Professional

India South
Africa India South

Africa India South
Africa India South

Africa

Participation, as Reported by Children

Overall 0.009 **,1 0.243 0.048 *,1 0.525
Informal domain 0.010 *,1 0.228 0.040 *,1 0.363

Active-physical activities 0.048 *1 0.019 *,1 0.142 0.397 0.475 0.291 0.631 0.938
Social activities 0.010 *,1 0.062 0.007 *,1 0.191

Skills-based activities 0.022 *,1 0.098 0.053 0.756

Participation Intensity, as Reported by Children

Social activities 0.701 0.438 0.041 *,1 0.571
Recreational activities 0.068 0.336 0.012*,1 0.053

Participation with Whom, as Reported by Children

Recreational activities 0.033 *,1 0.539 0.758 0.066
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Table 5. Cont.

Participation Domains and
Activities

Family Spousal Social Professional

India South
Africa India South

Africa India South
Africa India South

Africa

Participation Where, as Reported by Children

Formal domain 0.565 0.280 0.006 **,1 0.054
Self-improvement activities 0.025 *,1 0.145 0.100 0.330

Informal domain 0.014 *,1 0.416 0.202 0.928
Social activities 0.013 *,1 0.103 0.082 0.468

Participation Enjoyment, as Reported by Children

Formal domain 0.049 *,1 0.216 0.301 0.072
Active-physical activities 0.552 0.380 0.539 0.015 *,1

Self-improvement activities 0.013 *,1 0.112 0.629 0.527

Taub ** p < 0.01, * p < 0.05. Effect sizes: 1 Small effect: Taub > 0.7.

5. Discussion

Intellectual disability is one of the leading developmental disabilities in low- and middle-income
countries [69,70]. For caregivers, a child with an intellectual disability can increase the stress and
demands of parenting. Caregivers may find themselves solely responsible for ensuring that their
child’s rights are recognised and their needs are met [34–36]. Yet, in the face of increased demands,
caregivers have reported a lack of support from outside of their immediate family [82,83]. Increased
stress for caregivers can limit their ability to support their children and provide them with the required
developmental opportunities [37,38] through participation in activities [6]. The relationship between
the caregiver and the child’s participation has been described as a related factor that may influence
participation (the environment) [7–9,84]. For caregivers, however, social support has been described
as a buffer to stress [37,38], which may increase their capacity to facilitate their child’s participation.
This study sought to describe the different types of social support experienced by caregivers of
children with intellectual disabilities in India and South Africa (middle-income countries) and to
identify whether there is an association between the social support reported by caregivers and the
children’s participation.

As discussed previously, the bulk of research on participation originated in high-income
countries [22]. Hence, this study sought to provide information on participation of children with
intellectual disabilities in two middle-income countries. In the initial analysis of demographic
information from the participants it became clear that although both India and South Africa are
middle-income countries, significant differences were evident in the demographics of the caregiver
groups from these two countries. Education, income and employment differed significantly
among the caregivers, with the South African caregivers reporting lower levels of education,
income and employment. Such differences highlight the need for research across both low- and
middle-income countries, as demographic differences alone make generalisation from one country to
another challenging.

The presence of multigenerational households has been hypothesised to affect social support
structures and to be widely prevalent in collectivist cultures. Nonetheless, only half of the families in
this study came from multigenerational households, with Indian caregivers reporting significantly
more multigenerational households than caregivers in South Africa—despite the fact that it has
been suggested that multigenerational households may provide additional support for caregivers of
children with disabilities [50–52]. Our study suggests that it cannot be assumed that households from
traditionally collectivist countries will contain multiple generations, even if this has been a cultural
norm in the past. Nowadays, industrialisation and globalisation have a clear impact on societal
functioning [53].

In spite of the demographic differences identified between India and South Africa, social support
from family, social and professional factors was reported as similar, but spousal support was significantly
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different. Caregivers from India reported more support from spousal sources—including their spouse,
spouse’s parents—and friends than did caregivers from South Africa, while approximately a quarter of
South African caregivers reported that their spouse and relatives were not available. The lack of spousal
availability in South Africa may result from the country’s past, as the systematisation of migrant labour
under apartheid split families by allowing only the working individual to stay in an urban area. As a
result, families were divided, with mothers and children living in a different place from fathers. The
forced separation of families under apartheid has had a significant effect on family structure in South
Africa, which is still experienced today [85]. In Indian culture (in contrast), once married, some women
would traditionally live with their husband’s family, hence having a spouse available may also include
the support of his family [53].

The demographic factors of relationship to child (family), employment (India, social), home
language (South Africa, professional), child sex (India, family) and child age (India, social) were
associated with social support reported by caregivers, although the associations showed small effects.
The support experienced by caregivers may well be related to the social structure of the country,
including how neighbours and friends support working parents, and cultural biases relating to sex and
age [86–88]. For example, in India, male children are often revered while female children may be seen
as a burden [89,90], while in South Africa professional support is most often available to caregivers in
English or Afrikaans, which may not be their home language [91].

Overall participation of children with intellectual disabilities in India and South Africa was
similar, but differences were evident in the formal domain, as well as in respect of active-physical
and recreational activities. Weak positive associations with social support were evident across both
the Indian and South African data in relation to the diversity of participation (mostly family support,
but also spousal and social support). As participation in activities for children with intellectual
disabilities requires (in many situations) the availability of the activities, as well as a partner to facilitate
the child, the presence of additional family support may reduce the load on the caregiver and provide
more opportunities for the child to participate. Similarly, spousal and social support may increase the
number of opportunities for the child to participate.

The effect that social support given to caregivers of children with intellectual disabilities has
on the participation of their child is evident in the associations identified between support sources
and the caregiver-reported participation. In India, associations were seen most often between social
and professional support and the formal domain, while in South Africa associations between spousal
and social support were evident more often in the informal domain. These differences could be
linked to the availability of resources. With lower income reported by caregivers in South Africa, it is
possible that informal activities place less of a financial burden on caregivers. Importantly, however,
the South African caregivers reported more households where the spouse was not available than
did the Indian households. Thus, the association between both spousal and social support is logical,
as when spousal support was not available, the South African caregivers relied on extended family
and friends for support.

It is interesting to note the differences in associations evident between participation data as
reported by the children and caregivers—this is in spite of the data not being significantly different [74].
The children’s participation data were associated with family and social support, mostly in informal
activities for South Africa, but primarily in formalised activities for India. Enjoyment was associated
with professional support for active-physical activities in South Africa. This is a logical conclusion,
in that children with special needs may require devices or support to participate in active-physical
activities. Such support is often provided by professionals or professional organisations, for examples
the special Olympics. Of interest, however, is that the enjoyment of formal (India) and self-improvement
(South Africa) activities was associated with family support for children. In this regard it may be
that self-improvement activities are participated in most frequently at home with family, or that these
activities are most important to the family—hence all family members contribute towards the child’s
enjoyment in these areas.
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Overall, the data from our study provide evidence that environmental factors play a role in the
social support that caregivers of children with intellectual disabilities receive. Sequentially, social
support plays a role in the participation of children with intellectual disabilities. Differences in the
associations between social support and caregiver-reported participation point to demographic and
cultural influences on the participation of children with intellectual disabilities. At the same time,
differences in social support and participation associations between the child- and caregiver-reported
participation data emphasise the subjective nature of social support and participation. Hence, results
should not be generalised from one country to the next, even when aspects of their cultures appear
similar at face value. When considering the participation of children with intellectual disabilities,
the family environment should be examined as a whole, with reporting from multiple members in
order to understand the factors that affect participation.

Considered in relation to current models of participation, the effects of social support were mostly
weak, yet consistent across multiple areas of participation. Hence, they cannot be ignored in the
consideration of participation of children with intellectual disabilities. Although current models of
participation such as the fPRC [84] now include the child’s context and environment, they have until
recently focused more on the direct associations between the child and the environment.

5.1. Recommendations

Recommendations arising from this study include the exploration of the role of environmental
factors in the participation of children with intellectual disabilities in other countries. Specifically, further
research is recommended on the effects that social support interventions have on the participation of
children who are typically developing and those with disabilities.

5.2. Limitations

The FSS [72] used in this study focuses on the perceived helpfulness of different types of social
support but does not provide an opportunity for caregivers to report on the context of the support or
to identify alternative supports that are needed [40]. Perhaps additional measures of the type of social
support that is needed could have been included.

6. Conclusions

The social support provided to caregivers of children with intellectual disabilities in India and
South Africa was similar in many respects. However, social support is sensitive to demographic factors
such as employment and the relationship of the caregiver to the child. Caregivers of children with
intellectual disabilities overwhelmingly reported a lack of social and professional support. In both
India and South Africa, studies showed positive associations between participation and social support.
For India, increased social support was associated with increased diversity of participation, while
in South Africa it was associated with increased intensity of participation. Differences in results
from different countries may preclude the generalisation of results relating to both social support
and participation.

Author Contributions: The authors of this article contributed in the following areas: conceptualisation: S.D.
and S.H.; methodology: S.D. and S.H.; validation: K.B. and S.D.; formal analysis: K.B.; investigation: S.D. and
S.H.; resources: S.D. and S.H.; data curation: K.B., S.D. and S.H.; writing—original draft preparation: K.B. and
S.D.; writing—review and editing: K.B., S.D. and S.H.; visualisation: K.B. and S.D.; supervision: K.B. and S.D.;
project administration: S.D. and S.H.; funding acquisition: S.D. and S.H. All authors have read and agreed to the
published version of the manuscript.

Funding: Funding from the National Institute of Humanities and Social Sciences/Indian Council of Social Science
Research is hereby acknowledged. The content of this paper is solely the responsibility of the authors and does
not necessarily represent the official views of the funders.

Acknowledgments: The authors would like to acknowledge the postgraduate students from the Master’s in the
Early Childhood Intervention programme who assisted with data collection.



Int. J. Environ. Res. Public Health 2020, 17, 6644 14 of 18

Conflicts of Interest: The authors declare no conflict of interest. The funders had no role in the design of the
study; in the collection, analysis or interpretation of data; in the writing of the manuscript, or in the decision to
publish the results.

References

1. World Health Organisation. The International Classification of Functioning, Disability and Health; World Health
Organisation: Geneva, Switzerland, 2001.

2. World Health Organisation. International Classification of Functioning, Disability and Health—Child and Youth
Version (ICF-CY); World Health Press: Geneva, Switzerland, 2007; ISBN 9789241547321.

3. Raghavendra, P.; Bornman, J.; Granlund, M.; Björck-Åkesson, E. The World Health Organization’s
International Classification of Functioning, Disability and Health: Implications for Clinical and Research
Practice in the field of Augmentative and Alternative Communication. Augment. Altern. Commun. 2007, 23,
349–361. [CrossRef] [PubMed]

4. United Nations. Convention on the Rights of Persons with Disabilities; United Nations: Geneva Switzerland,
2006.

5. Murphy, N.; Carbone, P. Promoting the Participation of Children with Disabilities in Sports, Recreation, and
Physical Activities. Pediatrics 2008, 121, 1057–1061. [CrossRef]

6. Imms, C.; Granlund, M.; Wilson, P.H.; Steenbergen, B.; Rosenbaum, P.L.; Gordon, A.M. Participation, both a
means and an end: A conceptual analysis of processes and outcomes in childhood disability. Dev. Med. Child
Neurol. 2017, 59, 16–25. [CrossRef] [PubMed]

7. Forsyth, R.J.; Colver, A.; Woolley, M.; Lowe, M. Participation of young severely disabled children is influenced
by their intrinsic impairments and environment. Dev. Med. Child Neurol. 2007, 49, 345–349. [CrossRef]
[PubMed]

8. Longo, E.; Badia, M. Research in Developmental Disabilities Patterns and predictors of participation in
leisure activities outside of school in children and adolescents with Cerebral Palsy. Res. Dev. Disabil. 2013,
34, 266–275. [CrossRef]

9. Fauconnier, J.; Dickinson, H.O.; Beckung, E.; Marcelli, M.; McManus, V.; Michelsen, S.I.; Parkes, J.;
Parkinson, K.N.; Thyen, U.; Arnaud, C.; et al. Participation in life situations of 8–12 year old children with
cerebral palsy: Cross sectional European study. BMJ 2009, 338, b1458. [CrossRef]

10. Solish, A.; Perry, A.; Minnes, P. Participation of Children with and without Disabilities in Social, Recreational
and Leisure Activities. J. Appl. Res. Intellect. Disabil. 2010, 23, 226–236. [CrossRef]

11. Eriksson, L.; Welander, J.; Granlund, M. Participation in everyday school activities for children with and
without disabilities. J. Dev. Phys. Disabil. 2007, 19, 485–502. [CrossRef]

12. Law, M.; King, G.; King, S.; Kertoy, M.; Hurley, P.; Rosenbaum, P.; Young, N.; Hanna, S. Patterns of participation
in recreational and leisure activities among children with complex physical disabilities. Dev. Med. Child
Neurol. 2006, 48, 337–342. [CrossRef]

13. Raghavendra, P.; Olsson, C.; Sampson, J.; McInerney, R.; Connell, T. School participation and social networks
of children with complex communication needs, physical disabilities, and typically developing peers.
Augment. Altern. Commun. 2012, 28, 33–43. [CrossRef]

14. Hossein Memari, A.; Panahi, N.; Ranjbar, E.; Moshayedi, P.; Shafiei, M.; Kordi, R.; Ziaee, V. Children with
Autism Spectrum Disorder and Patterns of Participation in Daily Physical and Play Activities. Neurol. Res.
Int. 2015, 2015, 1–7. [CrossRef] [PubMed]

15. Shields, N.; Synnot, A.; Kearns, C. The extent, context and experience of participation in out-of-school
activities among children with disability. Res. Dev. Disabil. 2015, 47, 165–174. [CrossRef] [PubMed]

16. Bult, M.K.; Verschuren, O.; Gorter, J.W.; Jongmans, M.J.; Piskur, B.; Ketelaar, M. Cross-cultural validation
and psychometric evaluation of the Dutch language version of the Children’s Assessment of Participation
and Enjoyment (CAPE) in children with and without physical disabilities. Clin. Rehabil. 2010, 24, 843–853.
[CrossRef]

17. Bedell, G.M.; Dumas, H.M. Social participation of children and youth with acquired brain injuries discharged
from inpatient rehabilitation: A follow-up study. Brain Inj. 2004, 18, 65–82. [CrossRef]

18. Tint, A.; Maughan, A.L.; Weiss, J.A. Community participation of youth with intellectual disability and autism
spectrum disorder. J. Intellect. Disabil. Res. 2017, 61, 168–180. [CrossRef] [PubMed]

http://dx.doi.org/10.1080/07434610701650928
http://www.ncbi.nlm.nih.gov/pubmed/17999247
http://dx.doi.org/10.1542/peds.2008-0566
http://dx.doi.org/10.1111/dmcn.13237
http://www.ncbi.nlm.nih.gov/pubmed/27640996
http://dx.doi.org/10.1111/j.1469-8749.2007.00345.x
http://www.ncbi.nlm.nih.gov/pubmed/17489807
http://dx.doi.org/10.1016/j.ridd.2012.08.017
http://dx.doi.org/10.1136/bmj.b1458
http://dx.doi.org/10.1111/j.1468-3148.2009.00525.x
http://dx.doi.org/10.1007/s10882-007-9065-5
http://dx.doi.org/10.1017/S0012162206000740
http://dx.doi.org/10.3109/07434618.2011.653604
http://dx.doi.org/10.1155/2015/531906
http://www.ncbi.nlm.nih.gov/pubmed/26171247
http://dx.doi.org/10.1016/j.ridd.2015.09.007
http://www.ncbi.nlm.nih.gov/pubmed/26431806
http://dx.doi.org/10.1177/0269215510367545
http://dx.doi.org/10.1080/0269905031000110517
http://dx.doi.org/10.1111/jir.12311
http://www.ncbi.nlm.nih.gov/pubmed/27492816


Int. J. Environ. Res. Public Health 2020, 17, 6644 15 of 18

19. King, M.; Shields, N.; Imms, C.; Black, M.; Ardern, C. Participation of children with intellectual disability
compared with typically developing children. Res. Dev. Disabil. 2013, 34, 1854–1862. [CrossRef]

20. Anaby, D.; Hand, C.; Bradley, L.; Direzze, B.; Forhan, M.; Digiacomo, A.; Law, M. The effect of the
environment on participation of children and youth with disabilities: A scoping review. Disabil. Rehabil.
2013, 35, 1589–1598. [CrossRef]

21. Olusanya, B.O.; Davis, A.C.; Wertlieb, D.; Boo, N.Y.; Nair, M.K.C.; Halpern, R.; Kuper, H.; Breinbauer, C.;
de Vries, P.J.; Gladstone, M.; et al. Developmental disabilities among children younger than 5 years in 195
countries and territories, 1990–2016: A systematic analysis for the Global Burden of Disease Study 2016.
Lancet Glob. Health 2018, 6, e1100–e1121. [CrossRef]

22. Schlebusch, L.; Huus, K.; Samuels, A.; Granlund, M.; Dada, S. Participation of young people with disabilities
and/or chronic conditions in low- and middle-income countries: A scoping review. Dev. Med. Child Neurol.
2020. [CrossRef]

23. Raghavendra, P. Participation of children with disabilities: Measuring subjective and objective outcomes.
Child Care Health Dev. 2013, 39, 461–465. [CrossRef]

24. Grantham-mcgregor, S.; Cheung, Y.B.; Cueto, S.; Glewwe, P.; Richter, L.; Strupp, B. Child development in
developing countries 1 Developmental potential in the first 5 years for children in. Lancet 2007, 369, 60–70.
[CrossRef]

25. Walker, S.P.; Wachs, T.D.; Gardner, J.M.; Lozoff, B.; Wasserman, G.A.; Pollitt, E.; Carter, J.A. Child development
in developing countries 2 Child development: Risk factors for adverse outcomes in developing countries.
Lancet 2007, 369, 145–157. [CrossRef]

26. Lu, C.; Black, M.M.; Richter, L.M. Risk of poor development in young children in low-income and
middle-income countries: An estimation and analysis at the global, regional, and country level. Lancet Glob.
Health 2016, 4, e916–e922. [CrossRef]

27. Yin, J. Beyond postmodernism: A non-western perspective on identity. J. Multicult. Discourses 2018, 13,
193–219. [CrossRef]

28. Kubow, P.K. Exploring Western and non-Western epistemological influences in South Africa: Theorising a
critical democratic citizenship education. Compare 2018, 48, 349–361. [CrossRef]

29. Ameka, F.K.; Terkourafi, M. What if . . . ? Imagining non-Western perspectives on pragmatic theory and
practice. J. Pragmat. 2019, 145, 72–82. [CrossRef]

30. Douma, J.C.H.; Dekker, M.C.; Koot, H.M. Supporting parents of youths with intellectual disabilities and
psychopathology. J. Intellect. Disabil. Res. 2006, 50, 570–581. [CrossRef]

31. Ruck, M.D.; Peterson-Badali, M.; Day, D.M. Adolescents’ and Mothers’ Understanding of Children’s Rights
in the Home. J. Res. Adolesc. 2002, 12, 373–398. [CrossRef]

32. Shields, N.; King, M.; Corbett, M.; Imms, C. Is participation among children with intellectual disabilities in
outside school activities similar to their typically developing peers? A systematic review. Dev. Neurorehabil.
2014, 17, 64–71. [CrossRef]

33. Bedell, G.; Coster, W.; Law, M.; Liljenquist, K.; Kao, Y.C.; Teplicky, R.; Anaby, D.; Khetani, M.A. Community
participation, supports, and barriers of school-age children with and without disabilities. Arch. Phys. Med.
Rehabil. 2013, 94, 315–323. [CrossRef]

34. Gobrial, E. Mind the gap: The human rights of children with intellectual disabilities in Egypt. J. Intellect.
Disabil. Res. 2012, 56, 1058–1064. [CrossRef] [PubMed]

35. United Nations General Assembly. Universal Declaration of Human Rights. Int. J. Hum. Rights 1998, 2,
84–88. [CrossRef]

36. Johnson, G.; Symonides, J. Universal Declarattion of Human Right 1948; The United Nations Educational,
Scientific and Cultural Organization: Paris, France, 1948.

37. McConnell, D.; Savage, A.; Breitkreuz, R. Resilience in families raising children with disabilities and behavior
problems. Res. Dev. Disabil. 2014, 35, 833–848. [CrossRef] [PubMed]

38. Sipal, R.F.; Sayin, U. Impact of Perceived Social Support and Depression on the Parental Attitudes of Mothers
of Children Who are Deaf. J. Child Fam. Stud. 2013, 22, 1103–1111. [CrossRef]

39. Murphy, N.A.; Christian, B.; Caplin, D.A.; Young, P.C. The health of caregivers for children with disabilities:
Caregiver perspectives. Child. Care Health Dev. 2007, 33, 180–187. [CrossRef]

40. Mantri-Langeveldt, A.; Dada, S.; Boshoff, K. Measures for social support in raising a child with a disability:
A scoping review. Child Care Health Dev. 2019, 45, 159–174. [CrossRef]

http://dx.doi.org/10.1016/j.ridd.2013.02.029
http://dx.doi.org/10.3109/09638288.2012.748840
http://dx.doi.org/10.1016/S2214-109X(18)30309-7
http://dx.doi.org/10.1111/dmcn.14609
http://dx.doi.org/10.1111/cch.12084
http://dx.doi.org/10.1016/S0140-6736(07)60032-4
http://dx.doi.org/10.1016/S0140-6736(07)60076-2
http://dx.doi.org/10.1016/S2214-109X(16)30266-2
http://dx.doi.org/10.1080/17447143.2018.1497640
http://dx.doi.org/10.1080/03057925.2017.1305881
http://dx.doi.org/10.1016/j.pragma.2019.04.001
http://dx.doi.org/10.1111/j.1365-2788.2006.00825.x
http://dx.doi.org/10.1111/1532-7795.00038
http://dx.doi.org/10.3109/17518423.2013.836256
http://dx.doi.org/10.1016/j.apmr.2012.09.024
http://dx.doi.org/10.1111/j.1365-2788.2012.01650.x
http://www.ncbi.nlm.nih.gov/pubmed/23106749
http://dx.doi.org/10.1080/13642989808406748
http://dx.doi.org/10.1016/j.ridd.2014.01.015
http://www.ncbi.nlm.nih.gov/pubmed/24491480
http://dx.doi.org/10.1007/s10826-012-9672-3
http://dx.doi.org/10.1111/j.1365-2214.2006.00644.x
http://dx.doi.org/10.1111/cch.12646


Int. J. Environ. Res. Public Health 2020, 17, 6644 16 of 18

41. Cobb, S. Social Support as a Moderator of Life Stress. Psychosom. Med. 1976, 38, 300–314. [CrossRef]
42. Migerode, F.; Maes, B.; Buysse, A.; Brondeel, R. Quality of Life in Adolescents with a Disability and Their

Parents: The Mediating Role of Social Support and Resilience. J. Dev. Phys. Disabil. 2012, 24, 487–503.
[CrossRef]

43. Ran Tak, Y.; McCubbin, M. Family stress, perceived social support and coping following the diagnosis of a
child’s congenital heart disease. J. Adv. Nurs. 2002, 39, 190–198. [CrossRef]

44. Benzies, K.; Mychasiuk, R. Fostering family resiliency: A review of the key protective factors. Child Fam. Soc.
Work 2009, 14, 103–114. [CrossRef]

45. Mhaka-Mutepfa, M.; Cumming, R.; Mpofu, E. Grandparents Fostering Orphans: Influences of Protective
Factors on Their Health and Well-Being. Health Care Women Int. 2014, 35, 1022–1039. [CrossRef] [PubMed]

46. Tang, F.; Jang, H.; Copeland, V.C. Challenges and resilience in African American grandparents raising
grandchildren: A review of the literature with practice implications. GrandFamilies Contemp. J. Res. Pract.
Policy 2015, 2, 1–31.

47. Casale, M.; Wild, L.; Cluver, L.; Kuo, C. Social support as a protective factor for depression among women
caring for children in HIV-endemic South Africa. J. Behav. Med. 2015, 38, 17–27. [CrossRef]

48. Guralnick, M.J.; Hammond, M.A.; Neville, B.; Connor, R.T. The relationship between sources and functions of
social support and dimensions of child- and parent-related stress. J. Intellect. Disabil. Res. 2008, 52, 1138–1154.
[CrossRef] [PubMed]

49. Schlebusch, L.; Samuels, A.E.; Dada, S. South African families raising children with autism spectrum
disorders: Relationship between family routines, cognitive appraisal and family quality of life. J. Intellect.
Disabil. Res. 2016, 60, 412–423. [CrossRef] [PubMed]

50. Lee, Y.; Blitz, L.V.; Srnka, M. Trauma and resiliency in grandparent-headed multigenerational families.
Fam. Soc. 2015, 96, 116–124. [CrossRef]

51. Samanta, T.; Chen, F.; Vanneman, R. Living Arrangements and Health of Older Adults in India. J. Gerontol.
Ser. B Psychol. Sci. Soc. Sci. 2015, 70, 937–947. [CrossRef]

52. Burholt, V.; Dobbs, C. A support network typology for application in older populations with a preponderance
of multigenerational households. Aging Soc. 2014, 34, 1142–1169. [CrossRef]

53. Breton, E. Modernization and Household Composition in India, 1983–2009. Popul. Dev. Rev. 2019, 45,
739–766. [CrossRef]

54. Raval, V.V.; Walker, B.L. Unpacking ‘culture’: Caregiver socialization of emotion and child functioning in
diverse families. Dev. Rev. 2019, 51, 146–174. [CrossRef]

55. Piškur, B.; Beurskens, A.; Jongmans, M.J.; Ketelaar, M.; Norton, M.; Frings, C.; Hemmingsson, H.; Smeets, R.
Parents’ actions, challenges, and needs while enabling participation of children with a physical disability:
A scoping review. BMC Pediatr. 2012, 12, 718. [CrossRef] [PubMed]

56. Hammal, D.; Jarvis, S.N.; Colver, A.F. Participation of children with cerebral palsy is influenced by where
they live. Dev. Med. Child Neurol. 2004, 46, 292–298. [CrossRef] [PubMed]

57. Colver, A.F.; Dickinson, H.O. Study protocol: Determinants of participation and quality of life of adolescents
with cerebral palsy: A longitudinal study (SPARCLE2). BMC Public Health 2010, 10, 280. [CrossRef] [PubMed]

58. Imms, C.; Reilly, S.; Carlin, J.; Dodd, K. Diversity of participation in children with cerebral palsy. Dev. Med.
Child Neurol. 2008, 50, 363–369. [CrossRef]

59. Voorman, J.M.; Dallmeijer, A.J.; Schuengel, C.; Knol, D.L.; Lankhorst, G.J.; Becher, J.G. Activities and
participation of 9- to 13-year-old children with cerebral palsy. Clin. Rehabil. 2006, 20, 937–948. [CrossRef]

60. Beckung, E.; Hagberg, G. Neuroimpairments, activity limitations, and participation restrictions in children
with cerebral palsy. Dev. Med. Child Neurol. 2002, 44, 309–316. [CrossRef]

61. Chiarello, L.A.; Palisano, R.J.; Bartlett, D.J.; McCoy, S.W. A multivariate model of determinants of change in
gross-motor abilities and engagement in self-care and play of young children with cerebral palsy. Phys. Occup.
Ther. Pediatr. 2011, 31, 150–168. [CrossRef]

62. Bult, M.K.; Verschuren, O.; Jongmans, M.J.; Lindeman, E.; Ketelaar, M. What influences participation in
leisure activities of children and youth with physical disabilities? A systematic review. Res. Dev. Disabil.
2011, 32, 1521–1529. [CrossRef]

63. Imms, C. Children with cerebral palsy participate: A review of the literature. Disabil. Rehabil. 2008, 30,
1867–1884. [CrossRef]

http://dx.doi.org/10.1097/00006842-197609000-00003
http://dx.doi.org/10.1007/s10882-012-9285-1
http://dx.doi.org/10.1046/j.1365-2648.2002.02259.x
http://dx.doi.org/10.1111/j.1365-2206.2008.00586.x
http://dx.doi.org/10.1080/07399332.2014.916294
http://www.ncbi.nlm.nih.gov/pubmed/24820960
http://dx.doi.org/10.1007/s10865-014-9556-7
http://dx.doi.org/10.1111/j.1365-2788.2008.01073.x
http://www.ncbi.nlm.nih.gov/pubmed/18507703
http://dx.doi.org/10.1111/jir.12292
http://www.ncbi.nlm.nih.gov/pubmed/27120985
http://dx.doi.org/10.1606/1044-3894.2015.96.13
http://dx.doi.org/10.1093/geronb/gbu164
http://dx.doi.org/10.1017/S0144686X12001511
http://dx.doi.org/10.1111/padr.12293
http://dx.doi.org/10.1016/j.dr.2018.11.001
http://dx.doi.org/10.1186/1471-2431-12-177
http://www.ncbi.nlm.nih.gov/pubmed/23137074
http://dx.doi.org/10.1111/j.1469-8749.2004.tb00488.x
http://www.ncbi.nlm.nih.gov/pubmed/15132258
http://dx.doi.org/10.1186/1471-2458-10-280
http://www.ncbi.nlm.nih.gov/pubmed/20504349
http://dx.doi.org/10.1111/j.1469-8749.2008.02051.x
http://dx.doi.org/10.1177/0269215506069673
http://dx.doi.org/10.1111/j.1469-8749.2002.tb00816.x
http://dx.doi.org/10.3109/01942638.2010.525601
http://dx.doi.org/10.1016/j.ridd.2011.01.045
http://dx.doi.org/10.1080/09638280701673542


Int. J. Environ. Res. Public Health 2020, 17, 6644 17 of 18

64. Schalock, R.L.; Luckasson, R.; Shogren, K. The Renaming of Mental Retardation: Understanding the Change
to the Term Intellectual Disability. Intellect. Dev. Disabil. 2007, 45, 116–124. [CrossRef]

65. Tomlinson, M.; Yasamy, M.T.; Emerson, E.; Officer, A.; Richler, D.; Saxena, S. Setting global research priorities
for developmental disabilities, including intellectual disabilities and autism. J. Intellect. Disabil. Res. 2014, 58,
1121–1130. [CrossRef] [PubMed]

66. Westendorp, M.; Houwen, S.; Hartman, E.; Visscher, C. Are gross motor skills and sports participation related
in children with intellectual disabilities? Res. Dev. Disabil. 2011, 32, 1147–1153. [CrossRef] [PubMed]

67. Dahan-Oliel, N.; Mazer, B.; Riley, P.; Maltais, D.B.; Nadeau, L.; Majnemer, A. Participation and enjoyment of
leisure activities in adolescents born at or less than 29 week gestation. Early Hum. Dev. 2014, 90, 307–314.
[CrossRef] [PubMed]

68. Nelson, F.; Masulani-Mwale, C.; Richards, E.; Theobald, S.; Gladstone, M. The meaning of participation
for children in Malawi: Insights from children and caregivers. Child Care Health Dev. 2017, 43, 133–143.
[CrossRef] [PubMed]

69. The World Bank. IBA World Bank Open Data. Available online: https://data.worldbank.org/ (accessed on
23 October 2019).

70. Olusanya, B.O.; Wright, S.M.; Nair, M.K.C.; Boo, N.Y.; Halpern, R.; Kuper, H.; Abubakar, A.A.; Almasri, N.A.;
Arabloo, J.; Arora, N.K.; et al. Global Burden of Childhood Epilepsy, Intellectual Disability, and Sensory
Impairments. Pediatrics 2020, 146, e20192623. [CrossRef] [PubMed]

71. King, G.; Law, M.; King, S.; Hurley, P.; Rosenbaum, P.; Hanna, S.; Kertoy, M.; Young, N. Children’s Assessment
of Participation and Enjoyment & Preferences for Activities of Children; Pearson: San Antonio, TX, USA, 2004.

72. Dunst, C.J.; Trivette, C.M.; Jenkins, V. Family Support Scale: Reliability and Validity; Winterberry Press:
Asheville, NC, USA, 1984.

73. Taylor, M.J.; Crowley, S.L.; White, K.R. Psychometric Investigation of the FSS and FRS. 1993. Available online:
https://files.eric.ed.gov/fulltext/ED359249.pdf (accessed on 9 September 2020).

74. Dada, S.; Bastable, K.; Schlebusch, L.; Halder, S. The participation of children with intellectual disabilities:
Including the voices of children and their caregivers in India and South Africa. Int. J. Environ. Res. Public
Health 2020, in press.

75. George, D.; Mallery, M. Using SPSS for Windows Step by Step: A Simple Guide and Reference; Allyn & Bacon:
Boston, MA, USA, 2003.

76. Peña, E.D. Lost in translation: Methodological considerations in cross-cultural research. Child Dev. 2007, 78,
1255–1264. [CrossRef]

77. IBM Corporation. IBM SPSS Statistics for Windows; IBM Corporation: Armonk, NY, USA, 2017.
78. Miot, H.A. Correlation analysis in clinical and experimental studies. J. Vasc. Bras. 2018, 17, 275–279.

[CrossRef]
79. Arndt, S.; Turvey, C.; Andreasen, N.C. Correlating and predicting psychiatric symptom ratings: Spearman’s

v versus Kendall’s tau correlation. J. Psychiatr. Res. 1999, 33, 97–104. [CrossRef]
80. Bonett, D.G.; Wright, T.A. Sample size requirements for estimating Pearson, Kendall and Spearman

correlations. Psychometrika 2000, 65, 23–28. [CrossRef]
81. Kimberlin, C.L.; Winterstein, A.G. Validity and reliability of measurement instruments used in research.

Am. J. Health Syst. Pharm. 2008, 65, 2276–2284. [CrossRef] [PubMed]
82. Marquis, S.; Hayes, M.V.; McGrail, K. Factors Affecting the Health of Caregivers of Children Who Have an

Intellectual/Developmental Disability. J. Policy Pract. Intellect. Disabil. 2019. [CrossRef]
83. McConnell, D.; Savage, A. Stress and Resilience among Families Caring for Children with Intellectual

Disability: Expanding the Research Agenda. Curr. Dev. Disord. Rep. 2015, 2, 100–109. [CrossRef]
84. Imms, C.; Adair, B.; Keen, D.; Ullenhag, A.; Rosenbaum, P.; Granlund, M. “Participation”: A systematic

review of language, definitions, and constructs used in intervention research with children with disabilities.
Dev. Med. Child Neurol. 2016, 58, 29–38. [CrossRef]

85. Hall, K.; Richter, L.; Mokomane, Z.; Lake, L. (Eds.) Children, Families and the State Collaboration and Contestation;
Children’s Institute, University of Cape Town: Cape Town, South Africa, 2018; ISBN 9780620819343.

86. Chhichhia, B. Gender rights in post-colonial societies: A comparative study of Kenya and India. Afr. J. Polit.
Sci. Int. Relat. 2020, 5, 1–13. [CrossRef]

87. Mitra, A.; Rao, N. Gender, water, and nutrition in India: An intersectional perspective. Water Altern. 2019,
12, 169–191.

http://dx.doi.org/10.1352/1934-9556(2007)45[116:TROMRU]2.0.CO;2
http://dx.doi.org/10.1111/jir.12106
http://www.ncbi.nlm.nih.gov/pubmed/24397279
http://dx.doi.org/10.1016/j.ridd.2011.01.009
http://www.ncbi.nlm.nih.gov/pubmed/21310587
http://dx.doi.org/10.1016/j.earlhumdev.2014.02.010
http://www.ncbi.nlm.nih.gov/pubmed/24661444
http://dx.doi.org/10.1111/cch.12422
http://www.ncbi.nlm.nih.gov/pubmed/27807865
https://data.worldbank.org/
http://dx.doi.org/10.1542/peds.2019-2623
http://www.ncbi.nlm.nih.gov/pubmed/32554521
https://files.eric.ed.gov/fulltext/ED359249.pdf
http://dx.doi.org/10.1111/j.1467-8624.2007.01064.x
http://dx.doi.org/10.1590/1677-5449.174118
http://dx.doi.org/10.1016/S0022-3956(98)90046-2
http://dx.doi.org/10.1007/BF02294183
http://dx.doi.org/10.2146/ajhp070364
http://www.ncbi.nlm.nih.gov/pubmed/19020196
http://dx.doi.org/10.1111/jppi.12283
http://dx.doi.org/10.1007/s40474-015-0040-z
http://dx.doi.org/10.1111/dmcn.12932
http://dx.doi.org/10.5897/ajpsir12.025


Int. J. Environ. Res. Public Health 2020, 17, 6644 18 of 18

88. Spary, C. Gender, Development, and the State in India; Taylor & Francis (Routledge): New York, NY, USA, 2019;
ISBN 9780415610605.

89. Saraswat, D. Gender Composition of Children and Sanitation Behavior in India. 2018. Available online:
https://papers.ssrn.com/sol3/papers.cfm?abstract_id=3020233 (accessed on 13 August 2020).

90. Singh, A.; Patel, S.K. Gender differentials in feeding practices, health care utilization and nutritional status of
children in Northern India. Int. J. Hum. Rights Healthc. 2017, 10, 323–331. [CrossRef]

91. Pillay, M.; Tiwari, R.; Kathard, H.; Chikte, U. Sustainable workforce: South African Audiologists and Speech
Therapists. Hum. Resour. Health 2020, 18, 1–13. [CrossRef]

© 2020 by the authors. Licensee MDPI, Basel, Switzerland. This article is an open access
article distributed under the terms and conditions of the Creative Commons Attribution
(CC BY) license (http://creativecommons.org/licenses/by/4.0/).

https://papers.ssrn.com/sol3/papers.cfm?abstract_id=3020233
http://dx.doi.org/10.1108/IJHRH-05-2017-0023
http://dx.doi.org/10.1186/s12960-020-00488-6
http://creativecommons.org/
http://creativecommons.org/licenses/by/4.0/.

	Introduction 
	Aims 
	Materials and Methods 
	Study Design, Sampling and Participant Selection 
	Ethics 
	Participants 
	Materials 
	Data Collection 
	Data Analysis 

	Results 
	Internal Consistency of the FSS B72-ijerph-917459 
	Social Support Reported by Caregivers of Children with Intellectual Disabilities in India and South Africa 
	Participation and Social Support for Children with Intellectual Disabilities in India and South Africa 
	Self-Reported Participation of Children with Intellectual Disabilities 
	Proxy-Reported Participation of Children with Intellectual Disabilities 

	Association between Social Support and Participation 
	Association between Social Support and Caregiver-Reported Participation of Children with Intellectual Disabilities in India and South Africa 
	Associations between Social Support and Child-Reported Participation of Children with Intellectual Disabilities in India and South Africa 


	Discussion 
	Recommendations 
	Limitations 

	Conclusions 
	References

