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Abstract: This study investigated the under-researched area of psychological well-being among parents of
children with Down syndrome, addressing a gap in existing literature that primarily focuses on factors like
stigma and social support in isolation. Guided by self-stigma theory and social support theory, this research
aimed to provide an integrated examination of the interplay between parental demographics, perceived stigma,
social support, and psychological well-being. A cross-sectional quantitative approach was employed,
surveying 351 parents from 11 inclusive schools and one special needs school. Questionnaires were used to
assess demographics, stigma (Parent Self-Stigma Scale), social support (Multidimensional Scale of Perceived
Social Support), and psychological well-being (Six-Factor Model of Psychological Well-being). Data analysis
included descriptive statistics, Pearson's correlation, linear regression, and Bayesian analysis. The study's key
findings indicated that parental demographics, particularly education and employment levels, significantly
predicted psychological well-being. Higher education levels were found to correlate with increased resource
access and better understanding of the child's condition. Whilst stigma and a paucity of social support do not
directly impact income or well-being, age and family size have mediating effects, with parental and child age
also playing significant mediating roles. Notably, social support mediates the relationship between the child's
psychological well-being and overall parental well-being. The study emphasises the necessity of incorporating
demographic context, age-related challenges, and the pivotal role of social support networks in promoting
favourable outcomes for families raising children with Down syndrome. Future interventions should prioritise
empowering parents through educational initiatives, resource provision, and the cultivation of robust support
system.
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Introduction

Down syndrome is a genetic disorder that is characterised by a number of physical features, including a smaller
head size, a flat back of the head, small or abnormally shaped ears, outwardly turned up eyes, and a folded
tongue (Bull, 202). In addition to these physical features, people with Down syndrome also have a higher risk
of health problems, including congenital heart disease. A recent study by Putri and Maritska (2022) sought to
identify methods that could mitigate the impact of trisomy 21 on the physical and cognitive development of
Down syndrome. Annually, 6,000 newborns are diagnosed with Down syndrome, representing one Down
syndrome case for every 700 newborns (Mai et al., 2019). The statistical data centre of the Centers for Disease
Control (CDC) has explained that, in recent years, children with Down syndrome have a reduced life
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expectancy due to the need for special care and support to meet their needs throughout their lives (Shin et al
2019, Espinosa 2020). Their health conditions may require long-term care, medications, and specific therapies,
and it is important to ensure that they have access to adequate health services.

The prevailing assumption is that stigma exerts a detrimental influence on the psychological well-
being of parents of children with Down syndrome (Edwards 2019).Stigma is defined as a negative view of an
individual or group, characterised by the presence of distinguishing characteristics or traits that are considered
abnormal by the prevailing societal norms. In the context of Down syndrome, the stigma can be understood
as the prevailing negative attitude and beliefs towards children with Down syndrome, who, by virtue of their
unique mental and physical health profile, are perceived to be different from the general community. This
stigma has been found to have a detrimental effect on the psychological well-being of parents raising children
with Down syndrome (Jacob & Sikora 2015).The level of psychological well-being of parents with children
who have Down syndrome has been found to be closely related to the negative stigma they face, to the extent
that it can even affect their professional activities (Riaz et al. 2022).

The psychological well-being of parents with children with Down syndrome has been found to be
positively influenced by social support. Social support can be defined as the perception and reality that an
individual is cared for and receives support from the community, friends, and neighbours (Rodriguez et al.
2018). Emotional support is a form of social support, and can take the form of care and assistance. The
psychological well-being of parents of children with Down syndrome has been found to be enhanced by social
support (Nelson et al., 2016). For instance, emotional social support can be provided by community groups,
such as those formed by parents of children with Down syndrome (Buyukavci et al., 2019). These groups offer
support to parents and children with Down syndrome, enabling them to participate in activities with their peers
at school. The efficacy of such social support in enhancing parental psychological well-being has been well-
documented (Nelson et al., 2016; Wahdah, 2022).

A previous study by Widhaya et al (2020) posits that low-income parents may encounter challenges in
meeting the health and special needs of children with Down Syndrome. A separate study by Handayani and
Pratami (2020) explores the relationship between social support and the psychological well-being of parents
who have children with Down Syndrome. Isfani and Paramita's (2021) study posits that parental demographics
can influence the nature and extent of social support received. Darla and Bhat's (2021) study on stigma
contends that it has a detrimental impact on the psychological well-being of parents with children who have
Down syndrome. The study by Badriatuzzaroh, Supraptiningsih, and Hamdan (2018) posits that the social
media presence of children with severe Down syndrome can influence the stigma surrounding the condition,
thereby impacting the psychological well-being of parents.The study by Hamlett et al (2018) underscores the
role of gender in shaping perceptions of stigma and self-acceptance. The impact of social and cultural
variations in expectations and demands placed on parents is a subject of exploration in the research conducted
by Saputra et al (2018), Priwanti et al (2018) and Patilima et al (2021).

The role of social support in influencing the psychological well-being of parents of children with Down
syndrome is a pivotal area of investigation. A separate study by Ali et al (2020) examined the effect of social
support on the psychological well-being of parents of children with Down syndrome. However, the study only
focuses on looking at the influence between stigma and social support affecting psychological well-being
linearly. A further study by Holling (2021) explored the age factor of parents as a mediator between the
influence of stigma and social support on the psychological well-being of parents who have children with
special needs. However, this study did not consider demographic factors of parents, such as education and
income. This is consistent with the findings of Kwong et al. (2021), who examined mediators to ascertain how
the age and income level of parents influence the relationship between stigma, social support, and the
psychological well-being of parents of children with Down syndrome.

The central question guiding this study is to what extent the stigma faced by parents affects their
psychological well-being, and whether social support can influence their psychological well-being,
counteracting the potentially negative impact of stigma. The study also explores how demographic factors
such as parents' occupation, income level, and age influence the relationship between stigma and social support
on psychological well-being. The study's findings offer significant insights and information, particularly in
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relation to the psychological and social aspects of caring for children with Down syndrome. The results of this
investigation can contribute to the development of tailored interventions and programs for parents of children
with Down syndrome in Riau, with the aim of enhancing their psychological well-being, especially in terms
of psychological health and social support.

Literature Review
Goffman (1963) defines stigma as negative stereotypes and social discrimination associated with certain
individuals or groups, which can result in exclusion and a decline in mental and emotional well-being. Neel
and Lassetter (2019) expand on this definition, emphasizing that stigma is a negative perception or stereotype
attached to a person or group, which gives the impression of discrimination and social rejection. Newton and
McCabe (2005) add that stigma includes negative beliefs that one person holds towards other individuals,
which underlie the perceived injustice of a group. Recent research also shows that stigma, especially that
related to conditions such as Down syndrome, can significantly reduce the psychological well-being of parents
Gao and McLellan (2018) define psychological well-being as a state that includes happiness, life
satisfaction, and sustainability experienced by individuals or society as a whole, from physical, mental, and
socioeconomic perspectives. Ryff and Keyes (1995) also emphasize that psychological well-being is a state
in which individuals or societies feel happy and fulfilled in various aspects of life. Butler (2016) explains that
social support is an individual's effort to obtain and receive emotional support, as well as social resources that
function as a counterbalance to stress, thus improving mental well-being. Support can come from a variety of
sources, including family, friends, and community. Cohen and Wills (1985), as cited by Morgan et al. (1991),
define social support as a series of relationships that generate a sense of connectedness, compassion, and
appreciation in individuals. Recent research reinforces that social support has an important role in improving
psychological well-being, especially in parents who face challenges in caring for children with special needs
Hales et al. (2018) define demographics as the characteristics of the human population in terms of
numbers, growth, age structure, geographical distribution, and other factors such as education, occupation,
and gender. Li et al. (2020) add that demography is the study of population distribution and change, including
trends in growth, birth, death, and migration. Lauer and Houtenville (2018) define demography as the
collection, analysis, and interpretation of statistical data about the human population. Recent research shows
that demographic factors such as age, income, and occupation can moderate the relationship between stigma,
social support, and psychological well-being. For example, older people with higher incomes may have access
to better resources to cope with the stress associated with stigma

Methodology

This study had used a quantitative approach with a cross-sectional design to investigate and analyze the
relationship between stigma, social support, psychological well-being, and demographic characteristics in
parents of children with Down syndrome. The study was conducted in Riau Province from late July to late
September, focusing on schools with the highest number of children with Down syndrome. Eleven schools,
including SLB Sri Mujinab and other inclusive schools, had been selected as data collection locations. A total
of 351 respondents, who were members of the POTADS and IDSI groups in Riau, participated in this study
by completing a self-administered questionnaire. The sample size had been calculated using the Raosoft
sample calculator, with a margin of error of 5% and a confidence level of 95%.

The selection of Riau Province as the research location was based on several considerations. First, Riau
had a significant population of children with Down syndrome, identified through the active POTADS and
IDSI communities. Second, accessibility and good cooperation with inclusive schools and special schools in
Riau had made the data collection process easier. Third, the socio-cultural characteristics in Riau, which might
have differed from other provinces, provided a unique context for understanding the influence of stigma and
social support. This research protocol had received ethical approval from the Faculty of Medicine, Universiti
Kebangsaan Malaysia (UKM) with reference number UKM/PPI/111/8, and also from the Faculty of Medicine,
National University of Malaysia with reference number JEP-2024-1-1104. The ethics approval process had
included a review of the research protocol, research instruments, and data collection procedures to ensure the
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protection of participants' rights and welfare. Participants were provided with complete information regarding
the purpose of the study, data collection procedures, and their right to withdraw at any time.

The inclusion criteria for participants in this study were: (1) having a child with Down syndrome who
was registered in the POTADS or IDSI community; (2) being able to read and understand the questionnaire;
and (3) being willing to participate in the study. The exclusion criteria were: (1) not having a child with Down
syndrome or not being registered in the community; (2) unable to read or refusing to participate; and (3) family
members other than biological parents, even if registered in the community. The data collection technique
involved distributing questionnaires to parents. The questionnaire consisted of five main sections: (1)
respondent demographics, (2) stigma, (3) social support, and (4) psychological well-being. Stigma was
measured using the Parent Self-Stigma Scale (PSSS), social support was measured using the Multidimensional
Scale of Perceived Social Support (MSPSS), and psychological well-being was measured using the Six-Factor
Model of Psychological Well-being. The data were analyzed using various statistical methods, including
descriptive statistics with SPSS for Windows, Pearson correlation, linear regression analysis, and Bayes
analysis. These methods were used to evaluate bivariate correlations between variables, direct influences, and
to test the mediating or moderating role of variables in influencing psychological well-being.

The Findings

1. Parent’s Demographics

The data was gathered by surveying 351 parents of children with Down syndrome in Riau. (Table 1) shows
the demographic profile of the 351 participants. The gender distribution of the participants was practically
even, with 172 men (49.3%) and 179 females (50.7%). In terms of marital status, the majority of respondents
were married, with 253 (72.10%), while 98 (27.90%) were divorced. The bulk of the parents were in their
late 30s or early 60s, accounting for 277 people (78.5%). This was followed by parents in their early twenties
(18-29 years), who accounted for 72 persons (20.5%), while just two people (6%) were elderly (above 60
years old). In terms of educational achievement, the majority of participants had at least a bachelor's degree,
with 297 (84.60%) completing a bachelor's program and 12 (3.40%) earning a master's degree. Furthermore,
21 persons (6.0%) had only completed 12 years of school, 8 (2.30%) had occupational credentials, and 9
(2.60%) had a diploma. In terms of occupation, the majority of respondents (216, 61.50%) were freelancers,
followed by 32 (9.10%) public workers, 15 (4.30%) teachers, and a lesser number of physicians, attorneys,
and entrepreneurs. In terms of age, the largest group was that of children aged 7-11 years, which included 197
persons (56.10%), followed by pre-school children (3-6 years), with 69 people (19.70%), and teens (12-17
years), with 82 people (23.40%). The total number of children per household showed that the majority of
participants (41.90%) had two children, followed by families with one kid (31.60%), three children (22.50%),
and 4.0% had four or more children. The table gives a detailed summary of the respondents' demographic
data, including gender, marital status, parents' age and education, employment, and information about their
children.

Table 1. Parent’s demographic

Demographic Profile Total (%) Demographic Profile Total (%)

Gender Male 172 49.3  Marital Status Married 253 72.10

Female 179 50.7 Divorced 98 27.90

Parent’s Age Early Adulthood (18- 72 20.5 Income Low 116 33.0
29)

Late Adult (30-60) 277 78.5 Middle 205 58.40

Elderly ( 60 >) 2 6 High 27 7.70

Education 12 Years School 21 6.0 Job/Profession  freelance 216 61.50

Vocational 8 2.30 Freelance with 15 4.30

contract

Diploma IIT 9 2.60 Housewife 22 6.30



e-Bangi: Journal of Social Sciences & Humanities 554

Demographic Profile Total (%) Demographic Profile Total (%)
Bachelors 297 84.60 Pilot 1 0.30
Masters 12 3.40 Entepreneur 6 1.70
Police Academy 1 0.30 Veterinarian 1 0.30
Army Academy 3 0.90 Photographer 2 0.60
Driver 5 1.40
Child’s Age  Preschoolers (3-6 y.o) 69 19.70 Lawyer 2 0.60
Children (7-11 y.o) 197 56.10 Sivic Servant 32 9.10
Early Childhood (12-17 82 23.40 Teacher 15 4.30
y.0)
Middle child (18-21 y.o) 3 0.9 Lecturer 2 6.0
Doctor 6 1.70
Total of 1 child 111 31.60 Retirement 2 0.60
Child 2 children 98 41.90 Priest 2 0.60
3 children 79 22.50 Police 2 0.60
4 children (and more) 14 4.0 Army 3 0.90
Total 351 100% Total 351 100%

Source: Data Demographic (2024)

2. Mediating Factors of Demographic Toward Psychological Well-Being of Parents With Down Syndrome
As demonstrated in Table 2, the analysis demonstrates that there is no statistically significant relationship
between stigma and income level (p-value -0.0052, p = 0.1877) or between stigma and psychological well-
being (coefficient -0.0580, p = 0.5068). Furthermore, the parents' income level did not demonstrate a
significant effect on psychological well-being (coefficient -1.0703, p = 0.3693).The R2 value in this model
indicates that the analysed variables only explain 7.08% of the variability in parental income and 5.82% of
the variability in psychological well-being, suggesting that there may be other factors influencing these two
variables. The model's efficacy is evident from the low F value, namely F(1.7423)= 0.1877 for the effect
between stigma and income level, and F(0.5855)= 0.5574 for the effect between stigma and psychological
well-being. It is evident that both of these p-values are less than 0.001, thereby indicating an absence of a
sufficiently robust relationship between these variables to elicit a statistically significant effect.

The coefficient for social support is -0.0001, with a p-value of 0.9626, indicating that social support
has no significant effect on the parents' income level. Conversely, the level of parental income exhibited a
coefficient of -1.0199 with a p-value of 0.0633, suggesting a tendency for the level of parental income to be
associated with psychological well-being, though not reaching a significant level. The R? for this model is
0.0025, indicating that only 0.25% of the variation in parents' income level can be attributed to social support.
In the context of psychological well-being, the coefficient for social support is not significant (B = -0.1225),
and the marginal income level (B = -1.0199) indicates a possible relationship, albeit not a strong one, which
may be influenced by other factors. The R? value for psychological well-being is 0.1097, indicating that
approximately 10.97% of the variation in psychological well-being can be attributed to these two factors.

In addition, the coefficient of parental age on psychological well-being shows a value of 1.8005 with
SE 1.6743, but the p-value of -0.6871 indicates that the decision is also insignificant. The R? value for this
model is 0.0214, indicating that only 2.14% of the variation in parental age can be explained by stigma,
suggesting a rather weak relationship between the two variables. The psychological well-being analysis
yielded a p-value of -0.0591 with an SE of 0.0860 and a p-value of 0.4925, indicating that there is no
statistically significant relationship between stigma and psychological well-being. Conversely, the R? value
of 0.0689 indicates that approximately 6.89% of the variance in psychological well-being can be attributed to
the age of the parents. Further analysis yielded an F statistic of 0.1602 for the relationship between stigma and
parental age, and 0.8305 for the relationship between parental age and psychological well-being. A p-value
was calculated, indicating that neither model was statistically significant.
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Table 2. Parents' income level as a mediator to the above stigma and social support relationships to parents' psychological well-

being
Parent’s income Psychological Well-Being

Coef. SE P Coef. SE P
Stigma a -0.0052 0.0039 0.1877 c’ -0.0580 0.08147 0.5068
Parent’s Income - - - - b -1.0703 1.1906 0.3693
Constant il 1.9214 0.1378  0.0000 i2 53.9931 3.8147 0.0000

R%:0.0708 R%:0.0582

F(1.7423)=0.1877, p < 0.001 F(0.5855)=0.5574, p <0.001
Social Support a -0.0001 0.0030 0.9626 c’ -0.1225 0.0658 0.0633
Parent’s Income - - - - b -1.0199 1.1825 0.0633
Constant il 1.7491 0.1083  0.0000 i2 56.1697 3.1547 0.0000

R%0.0025
F(0.0022)= 0.9626, p < 0.001

R2:0.1097
F(2.1030)= 0.1237, p < 0.001

Source: Data SPSS (2024)

The mediator table 3 displays the studies carried out to identify the mediator function between parental
education and psychological well-being, which is helped by three mediator variables: self-acceptance, stigma,
and social support. The self-acceptance measure exhibits a statistically significant positive coefficient (a =
0.0119, p = 0.0004). However, the direct effect of parental education on psychological well-being is not
significant (¢'=-0.1519, p =0.0016). A substantial positive coefficient for parental education was discovered
in the context of stigma (a = 0.0111, p = 0.00662). However, the observed direct impact demonstrated an
insignificant relationship (¢' = -0.610, p = 0.4815).A similar outcome was found for social support, which
showed a significant positive coefficient (a = 0.0097, p = 0.0359) but an insignificant direct impact (c' = -
0.1225, p = 0.0644). The R-squared (R?) values for each model indicated that self-acceptance (R? = 0.1893),
stigma (R?=0.0982), and social support (R>=0.1121) influenced psychological well-being, albeit to differing
extents. These data indicate that parental education has a major impact on psychological well-being through
the mediating effect of self-acceptance, but the direct effect is not significant. The results also suggest that
other mediator factors have a different impact on psychological well-being.In conclusion, our findings show
that parental education has the potential to impact individuals' psychological well-being. Self-acceptance
revealed as the most significant mediator in this study.

Table 3. Parents' Education As A Mediator To The Above Stigma And Social Support Relationships To Parents' Psychological

Well-Being
Parent’s Education Psychological Well-Being
Coef. SE P Coef. SE P
Stigma a 0.0111  0.0060 0.00662 c’ -0.610 3.7276 0.4815
Parent’s Education - - - - b -0.0077 0.7629 0.9920
Constant il 2.8527  0.2124  0.0000 i2 52.2049 3.7276 0.0000
R2:0.0982 R2:0.0380
F(3.3960)= 0.0662, p < 0.001 F(0.2515)=0.9998, p < 0.001
Social Support a 0.0097  0.0046  0.0359 c’ -0.1225 3.2398 0.0644
Parent’s Education - - - - b 0.0977 0.7608 0.8979
Constant il 2.8968 0.1671  0.0000 i2 54.0208 3.2398 0.0000

R%0.1121
F(4.4380)= 0.0359, p < 0.001

R%0.0991
F(1.7248)=0.1797, p < 0.001

Source: Data SPSS (2024)

As seen in the mediator table 4, the study yields numerous noteworthy outcomes. These findings
demonstrate the association between several variables that serve as mediators in the impact of child
psychology on child well-being. The findings show that self-acceptance is not a significant mediator in
children's psychological effect on child well-being (P = 0.4753), nor is stigma. In contrast, stigma was
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discovered to be a significant mediator in the psychological effect of children on child well-being (P = 0.0640).
The research also found that social support was a significant mediator in children's psychological effect on
their well-being (P = 0.0015). This research implies that youngsters with a robust social support network are
more likely to demonstrate greater levels of well-being.

Table 4. Child’s Age As A Mediator To The Above Stigma And Social Support Relationships To Parents' Psychological Well-

Being
Child’s Age Psychological Well-Being
Coef. SE P Coef. SE P
Stigma A 0.0017  0.0035 0.4839 c’ -0.1219 0.0656 0.0640
Child’s Age - - - - b 0.2169 1.0168 0.8312
Constant il 1.9963  0.1250 0.0000 i2 53.8708 3.1239 0.0000
R2:0.0259 R2:0.0995
F(0.2341)=0.6288, p < 0.001 F(1.7394)=0.1771, p < 0.001
Social Support A -0.0101  0.0030 0.0010 c’ -0.1526 0.0477 0.0015
Child’s Age - - - - b -0.5405 0.8299 0.0015
Constant il 3.0564  0.3246 0.0000 i2 67.3734 0.8299 0.5153
R2:0.1750 R2:0.1692
F(11.0261)=0.0010, p <0.001 F(5.1253)= 0.0064, p < 0.001
Source: Data SPSS (2024)
Discussion

The results of this study show that the factors of income, employment, education, age, and number of children
have a significant influence on the psychological well-being of parents of children with Down syndrome,
through the mediation of social support and stigma. Higher incomes allow for better access to health services,
therapeutic interventions, and special education for children (Mas et al., 2019). This is in line with the finding
that financial difficulties can increase stress and decrease parental well-being. Jobs with flexible schedules
also help parents balance professional and family responsibilities, which is supported by the Working
Environment study which shows the importance of emotional support and assistance.

Higher levels of education facilitate a deeper understanding of children's conditions and access to relevant
information, as more educated parents may have a wider social network and better resources. As children get
older, the needs and challenges parents face also evolve. A study by Mori et al. (2019) shows that the progress
of a child's development can be a source of motivation for parents, improving their psychological well-being.
However, the birth of another child can divide parents' attention, potentially reducing the time allocated to
children with Down syndrome. Although stigma does not statistically show a significant direct effect on
psychological well-being, the mediating role of stigma remains relevant. This may be due to effective coping
mechanisms of parents, where social support acts as a buffer against the negative impact of stigma. However,
it should be noted that the measurement of psychological well-being using self-report questionnaires may have
a bias, where participants tend to provide socially desirable answers.

The age of the parents also acts as a mediator. Parents with young children with Down syndrome face
greater challenges in care and education, as well as uncertainty about the child's future (Song et al., 2018).
Meanwhile, parents with teenagers with Down syndrome may face different challenges, such as helping
children develop independence and readiness for adulthood, but also feeling socially isolated (Song et al.,
2018; Cheung et al., 2019). The hypothesis that older parents have more resources needs to be clarified.
Although a broader life experience can provide an advantage in overcoming challenges, this does not
automatically mean greater financial or social resources. Higher income does allow access to better services,
reduces stress, and improves well-being (Alon, 2019). However, low income can be an additional burden,
especially if parents have to bear the cost of large care. This study has limitations, such as the cross-sectional
design that does not allow for the determination of causal relationships, and the use of self-report
questionnaires that are prone to bias. Future research can use longitudinal design and more objective data
collection methods to strengthen these findings.
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Conclusion

The results of this study show that demographic factors, including education, occupation, and age of the child,
which are part of socioeconomic status, play a significant role as mediators in the relationship between
variables. These demographic factors shape the way parents respond to the diagnosis of Down syndrome, their
stage of self-acceptance, and the way they interact with the social environment. This study reveals the
multifaceted relationship between stigma and social support for the psychological well-being of parents of
children with Down syndrome, with demographic factors serving as a link between these variables.

The implications of these findings are of significant relevance to various stakeholders, including health
workers, counselors, and grassroots advocates. For practical application, health workers can integrate
socioeconomic status assessments into psychological support services for parents of children with Down
syndrome, enabling more personalized interventions. Counselors can develop counseling programs tailored to
the level of education and occupation of parents, as well as consider the age of the child in support strategies.
Grassroots advocates can focus on awareness campaigns targeting specific socioeconomic groups, reducing
stigma in culturally and socially relevant ways. In addition, the formation of peer support groups that consider
the age of the child and the employment status of the parents can help increase the effectiveness of social
support. For future research, it is advisable to conduct longitudinal studies to understand how the relationship
between stigma, social support, and psychological well-being develops over time. Qualitative research can
also be conducted to explore the subjective experiences of parents in dealing with stigma and seeking social
support, providing deeper insights into their adaptation process. Further research can also consider cultural
and religious factors that may influence the relationship between stigma, social support, and psychological
well-being in the Indonesian context.
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