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ABSTRACT

One effect of spending time with children who have Down syndrome is that parents may spend less time

interacting with their surroundings. Parents' resilience and quality of life will both be impacted by this

behavior. The study sought to ascertain the relationship between quality of life, resilience, carer load,

and social support in mothers of children with Down syndrome. This study employed a hybrid
methodology, with two phases in February and May of 2023: quantitative and qualitative. In the initial
phase, 135 parents with DS children were involved. The qualitative phase involved 8 individuals after
that. The quality-of-life variable has a strong correlation; however, it is correlated negatively, meaning
that the variable's resilience decreases as quality-of-life increases. However, the variables measuring
the burden of caring and social support show a negligible connection with a negative direction. This
implies that the resilience variable decreases with increasing stress and increases with social support.

Six themes surfaced in the qualitative stage in the meantime. Social support, caregiver burden, and
quality of life influence the strengthening of parents who have DS children; therefore, protection service
providers can consider parenting using this method as early detection in maintaining the resilience of
parents who have DS children.

Keywords: caregiver burden, down syndrome, quality of life, resilience, social support

INTRODUCTION

Down syndrome (DS) is a chromosomal disorder characterized by intellectual and physical disabilities.
Historically, healthcare providers have often viewed its impact on individuals, families, and
communities in a negative light. Mothers of a child diagnosed with Down Syndrome (DS) reportedly
face an ongoing chronic condition that requires them to meet their child's multiple needs throughout
their life (Van Riper, Cosgrove, & Fleming, 2023). It is reported that having a child with an unexpected
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diagnosis is very emotional and stressful for some families. It is reported that having a child with a
disability increases the risk of stress, fatigue, and worse health effects. The World Health Organization
defines quality of life (QOL) as "an individual's perception of his position in life in the context of the
culture and value system in which he lives and concerning his goals, expectations, standards, and
concerns." It is considered a subjective evaluation embedded in the social, cultural, and environmental.
It is "multidimensional" and combines the individual's physical perception of health, psychological
condition, and social relationships with others (Bowling, 2017; Catalano et al., 2018).

The mother is the primary caregiver, helping the child's growth and development in the social
environment. However, the presence of a child with special needsbecomes a significant upheaval,
especially for the mother, because having a child with special needs will take more attention, so it
can affect the increasing various demands and needs of caring for children, ranging from emotional
needs, tools to support their activities to improve financial needs. The pressures experienced byparents
who have children with Down syndrome cover all fields. The stressful parenting process will be
associated with low levels of cooperation and sensitivity and will impact thedestruction of parenting
styles (Alina Chiracu et al., 2023). The emergence of parenting stressin mothers with special needs
children often causes depression, anxiety, health problems, social isolation, and low self-esteem. For
children who suffer from genetic disorders, of course, parents will be faced with psychological issues,
treatment, and uncertainty of the development and growth experienced, which in turn will cause stress
(Alam El-Deen, Alwakeel, El-Gilany, & Wahba, 2021; Dias et al., 2022).

In addition, in Indonesia itself, much adverse treatment is still given by parents or people who have not
been able to accept the existence of children with mental retardation, especially Down syndrome. The
community embraced numerous adverse treatments and believes that Down syndrome is a curse on
society. This belief'is also a burden for parents with Down syndrome children. Down syndrome children
need help with behavior, fulfilling daily activities, and direction and supervision in dealing with other
people. It shows that parents' resilience is still weak in raising children with Down syndrome. Various
efforts have been made to help parents by providing counseling methods, yet parents resilience still
experience higher levels of stress, depression, and anxiety. Based on research conducted suggests that
resilience is often associated with a person's ability to adapt to the environment or face pressure or stress
(Choi & Van Riper, 2020).

Genetic disorders experienced by children can be a stressor that causes psychological symptoms such
as anxiety. A study conducted by (Lee, Neil, & Friesen, 2021). Showedthat the quality of life (QoL) of
Down syndrome children (DS) is related to social, which reflects positive aspects of social functioning
that contribute to a better quality of life, and families that reflect negative aspects of social functioning
contribute to a poorer quality of life. A study conducted by Choi & Yoo, 2020; (Choi & Van Riper,
2020) Identifying factors related to the social resilience of children with Down syndrome requires that
social cohesiveness and communication skills be strongly related to social resilience and adaptation.
However, not all families are placed in situations of non-adjustment. Some families adapt well to the
problem, while others are more vulnerable. The differences depend on the level of resilience. Families
of children with DS are reported to have higher stress levels, adjustmentdifficulties, and poorer coping
than families of non-disabled children.

However, children with DS exhibit relatively few behavioral problems and higherlevels of adaptive
behavior than children with neurological issues or other developmental disabilities. Many families have
chosen to care for children with DS at home rather than placing them in facilities because they have a
higher developmental potential than childrenwith other disabilities. Although the results suggest that
nursing interventions to increase social resilience and adaptation should consider risk and protective
factors, individual strategies that can strengthen and reduce protective factors shouldbe implemented.
This study still has limitations in that it is still carried out on parents of children under 17. In addition,
this research is still conducted on parents who livein (Alam El-Deen et al., 2021).
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Research in Indonesia on Down Syndrome is still minimal. Numerous studies (Andini & Nurrahima,
2017) have been conducted to describe the quality of life of parents of children with Down syndrome, to
describe the quality of life of children with Downsyndrome based on their age, gender, adaptive
function, type of disease experienced, andbehavioral problems based on parental support (Ayuningrum
& Afif, 2020). Children with Down syndrome have many limitations that cause children to be unable to
be independent, so theyneed parental help. Parents who spend time caring for children with Down
syndrome can have an impact, such as reduced time for parents to interact with the outside environment
and stress.If this is not handled correctly, it will cause the parents' quality of life to decline.

However, with the limitations of this study in Indonesia, special attention is neededto explore factors
related to resilience, quality of life, social support, and caregiver burden for parents with children with
Down syndrome. The researcher realizes that this research cannot be separated from several weaknesses
or deficiencies in implementation and the research methods used. The researchers consider using two
ways,both quantitative and qualitative, to be very efficient. In addition to obtaining subjective data,
researchers can also develop new data obtained in concepts, behaviors, perceptions, or even human
problems to be studied. This is very important to do because this research hasnever been done in East
Kalimantan.

The most difficult things that the subject felt were the words of new people in public places and the
views of other people who looked at their children strangely. So that makes the subject feel confused,
stressed, sad, angry, and even afraid to imagine how his child's life in the future with his condition. In
addition, parents and families also feel devastated by the condition of their children. Because of their
shyness, they often avoid people they know. There is even a feeling of wanting to kill his child because
he cannot accept the conditions he is in. In this case, it is evident that the parents experienced an
excessive negative response; it was seen that there was a negative attitude that the parents revealed.
Here, parents are required to be able to overcome the frustration they feel. Resilience is a natural process
that occurs within the individual.

Parents who have children with Down syndrome need to make significant adjustments to get through
the various difficulties they experience to rebuild their function correctly. Children with Down
syndrome have the right to be treated equally and have equalopportunities in all aspects of life (Lee et
al., 2021). Empowering parents to always be eager to help their unique child grow and develop to the
fullest allows them to become independent individuals andexcel so that the wider community can accept
them. Individuals with good resilience are empathetic, calm, optimistic, and believe things can improve.
Individuals have hope for the future and can control their life's direction. Optimism makes you
physically healthier and reduces the chances of suffering from depression. Tuner argues that resilience
is the mental capacity to bounce back from adversity and continue a prosperous functional life. So, it
can be simplified that resilience is finding the positive side behind adversityand using it as a strength to
get up. It shows that there are still parents who do not understand the function of resilience (A. Chiracu
et al., 2023). Therefore, it is essential to have a well-designed study exploring factors related to
resilience, quality of life, social support, and caregiver burden for parents with Down syndrome
children.

RELATED WORKS
The Relationship Between Social Support

Social support functions as an adjustment process or adjustment from adverse events. Families
with high perceptions of social support will rarely feel lonely (Kang et al., 2018). Families with a high
level of perceived social support have favorable psychosocial profiles. In addition, the individual's
perception of low social support can have an unfavorable impact. The common perception of social
support can make individuals feel lonely, and then this low perception harms their quality of life. In
addition, depressive symptoms can increase without the individual's perception of social support (Dag
& Sen, 2018).
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The Relationship Between Caregiver Burden.

Carers of Down syndrome children face a problematic caring load since they must care for the
ill individual while also meeting their own needs. The burden encountered is classified as an objective
or subjective burden. The objective load is a realistic burden for carers due to different challenges in
delivering care, such as disturbance of social interactions, limited time for themselves, and increased
costs of daily necessities (AlShatti et al., 2021). Parents have the most significant burden of caring for
Down syndrome children, both physically and mentally. When caring for children, older carers' body
function deteriorates, leaving them exposed to exhaustion or physical health concerns.

In addition, parents who care for Down syndrome children frequently encounter mental health
issues such as stress (Abdollahi & Rasoulpoor, 2024). The physical and mental components are
indicators used to determine quality of life. Acceptance by parents, particularly moms who care for
children with special needs, is a slow and gradual process that begins with denying the child's existence
and ends with realizing that they accept it because they believe it is a trust and fortune for which they
should be grateful (Takataya, Yamazaki, & Mizuno, 2016). Caregivers' self-acceptance when caring
for children will make caregivers more likely to experience psychological well-being. So this means
that the caregiver does not have physical, psychological, or social burdens; psychological well-being is
not an easy thing to achieve; individuals are not only healthy physically but also psychologically
(Jaramillo, Moreno, & Rodriguez, 2016).

The Relationship Between Quality of Life

Quality of life for parents with children with disabilities makes it an important and exciting
thing to research. Referring to the parent's condition, who is the closest person to the child, it is directly
affected by the pressures of education and the child's unique needs. On the child's side, the initial
physical and psychological experience is an experience that must be passed on to his mother and father.
The role and function of parents for children with unique characteristics are significant and prominent
in developing the child, becoming a basis for the need to know the quality of life of parents with special
needs children. Compared to families with children with other forms of disability, parents with ASD
had worse quality of life and social functioning values (Pisula & Porgbowicz-Dérsmann, 2017), due to
the increased parental stress caused by the numerous challenges faced in caring for children with ASD,
such as behavioral issues, emotional control, social problems, anxiety, and depression. The parent's
physical and emotional health impacts their capacity and ability to care for their children. When parents'
quality of life declines, it is feared that their ability to care for their children will deteriorate
(Vasilopoulou & Nisbet, 2016).

The Relationship Between Resilience

Resilience entails more than surviving, enduring, or escaping a problematic experience.
Survivors are not always strong; some may survive physically but suffer from post-traumatic stress
disorder, agonizing sadness or anxiety, and an inability to love or thrive psychologically and
interpersonally (Southwick, Bonanno, Masten, Panter-Brick, & Yehuda, 2014) Others remain locked in
the victim role, nursing old wounds or unable to evolve. On the other side, the resilience process enables
people to recover from traumatic situations, regain control of their lives, and continue to live and love
effectively (Matheson, Asokumar, & Anisman, 2020). To comprehend and foster resilience, it is
necessary to distinguish it from the typical hope of "bounce back" as well as the myths of "immunity"
and "self-sufficiency." According to one study, resilience is built via hardship and struggle and is linked
to our reliance on others (Ungar, 2021).

Over the last few decades, a rising body of research has contributed to our understanding of
resilience. Resilient parents of children with ASD who achieved positive or desired outcomes despite
high risk have been profiled. Resilience can assist parents of children with ASD who suffer unfavorable
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symptoms in reducing the impact of the crisis and negative responses to the crisis, resulting in good
individual adaptation (Ko6zka & Przybyta-Basista, 2018). Resilience requires seven capabilities. The
first is the ability to understand negative attitudes that impede personal advancement. Second, avoid
thinking about blaming yourself. Third, identify subconscious worries. Fourth, develop your problem-
solving skills. Fifth, situate the problem in the proper context. Sixth, remain calm and focused when
dealing with challenges. Seventh, the resilience concept should be immediately used (Choi & Van
Riper, 2020). One of these skills can be learned through social assistance. Meeting and supporting other
carers of children with Down syndrome is crucial for fostering emotions of empowerment (Beighton &
Wills, 2019).

METHODOLOGY

Study Design, Setting, And Population.

The explanatory mixed method study approach was adopted to test and comprehend the aspects
(social support, carer load, and quality of life) that influence the resilience of moms with Down
syndrome. This mixed technique is also a methodology that provides philosophical assurance in
directing or guiding data gathering and interpretation, as well as a combination of quantitative and
qualitative methodologies throughout multiple stages of research. The quantitative method of cross-
sectional analysis was utilized in the initial step of this study. The second stage of this research, which
takes a qualitative approach and employs a structured interview, includes all data collection activities
conducted in person with anyone who requires or desires to participate. This study was conducted from
February to May 2023.

The participants in this study were parents, particularly women who belonged to the East
Kalimantan Association of Parents of Children with Down Syndrome (POTADS). The names of all
mothers with Down syndrome children were acquired from the POTADS registration list. We utilized
the Raosoft sample size calculator to get a suitable sample size for this study. Given a population size
of 207, a 95% confidence level, and a 5% margin of error, the calculator calculates that a minimum
sample size of 135 people is required. After data collection, 135 people had completed the questionnaire
(Raosoft, 2020). The random sample technique was employed based on criteria such as parents who
have Down syndrome children, live together, and meet the conditions to participate in this study as
inclusion criteria and parents who are unable to communicate or have cognitive issues as exclusion
criteria. Randomly selected participants were contacted and invited to take part in the study. Following
the completion of the quantitative research stage, the results of the first stage study will be used to
choose participants for stage 2 (Jones, Gwynn, & Teeter, 2019). Participants with "poor quality of life,
carer burden, low social support, and poor resilience" will be encouraged to participate, and qualitative
data will be collected from eight moms. Researchers employed a series of Indonesian questionnaires
developed by previous researchers that addressed each aspect (quality of life, carer load, social support,
and resilience).

Parental-Developmental Disorder-Quality of Life (Par-DD-QoL), adapted from the Par-ENT-
QoL questionnaire, has 18 items used to measure parents' quality of life. This questionnaire was
translated into Indonesian by a previous researcher, Titis Nur Latifah, and has been tested for validity
and reliability with Cronbach's reliability value of 0.903 and validity of 0.223 -0.692. The quality of
life is assessed with scores: > 66 high quality of life; 42-65 moderate quality of life; < 42 low quality
of life. This scale has good consistency or reliability, with a Cronbach's alpha value of 0.903 and a
validity level of 0.223-0.692 (Latifah, 2021). Previous researchers employed a modified ZBI
questionnaire designed by Zarit, with 22 question items. This questionnaire contains four closed-ended
answer options: 0 symbolizes never, 1 represents rarely, 2 represents occasionally, three represents
frequently, and four represents practically always. With a score of 0-20, no or little load; 21-40, light to
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moderate load; 41-60, moderate to heavy load; and 61-88, heavy load. Cronbach's Alpha (0.804)
indicates that the test results are reliable and consistent (Andriani, 2019).

The questionnaire created by researchers was based on theories from Cutrona, Gardner, and
Uchino regarding different sorts of social support. There are 27 question items, each with four option
answers: strongly agree, agree, disagree, and strongly disagree. A score of 54 indicates low, 81 indicates
medium, and 81 indicates high. Cronbach's Alpha result (0.911) suggests that the questionnaire is
credible (Nuzula, 2018). The Resilience Scale has 23 items that use six alternative answers. The
alternative answers are Very Unsuitable, Not Appropriate, Somewhat Unsuitable, Somewhat
Appropriate, Appropriate, and Very Appropriate. Various scores assess resilience:> 138 very high
resistance; 123-138 high resilience; medium resistance 108-123; 93-108 low resistance; < 93 meager
resistance. This scale has good consistency or reliability with a Cronbach's alpha value of between 0.932
and a validity level of 0.302-0.770 (Reswara, 2023).

We distributed surveys to parents willing to participate while attending POTADS-organized
activities. Mothers were given questionnaires to assess their quality of life in terms of resilience when
raising children with Down syndrome. Quantitative data analysis considers the percentage and intensity
of correlation direction. Given a sample size of 135, a Shapiro-Wilk normality test was performed,
which revealed no evidence of non-normality in the data. Next, the Pearson correlation coefficient was
calculated. P-values less than 0.05 were considered significant (Jones et al., 2019). Findings from audio
recordings will be transcribed word for word from audio to text. The researcher will review and confirm
each participant's quotes to ensure that they fit the context and purpose of the interview session. The
qualitative data analysis process begins by organizing all the data collected from various sources. The
data is then given codes (coding) and grouped according to the problem theme or research question.
After being grouped into the same theme, the data is read, studied, and studied. Data with the same
meaning is combined into one to avoid repetition. Data that is not relevant to the theme or research
question and whose content is not very important is discarded or reduced (Jones et al., 2019). This
research has received approval from the Health Research Ethics Committee of the East Kalimantan
Health Polytechnic (Approval Number: DL.02.03/4.3/18851/2022) and the Research Ethics Committee
of Universiti Teknologi MARA (UiTM) Malaysia (Approval Number: REC/01/2023 (PG /PAK)/20.

RESULTS
Phase 1

Table 1 explains that the Demographic characteristics of respondents in this study numbered
one hundred and thirty-five. The research results show that the average age of parents is 26-25 years,
while the education level of most is high school (n=74, 54.8%), and at the employment level, the largest
percentage is in the No group. Working/Housewife category (n=88, 65.2%), and in the monthly income
category, the average income was >1,000,001 — 3,000,000 (n=85, 63.0%).

Table 1. Socioeconomic characteristics

Sociodemographic Response Result
N(%) Mean £ SD
| Age 31,67 £8,94
17-25 25 (18,5%)
26-35 55 (40,7%)
36-45 41 (30,4%)
46-55 14 (10,4%)
Education Primary School 4 (3,0%)
Junior High School 13 (9,6%)
High School 74 (54,8%)
College/University 44 (32,6%)
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Employment Status Not Working/Housewife 88 (65,2%)
Private 41 (30,4%)
Government Officilas 6 (4,4%)
Household Income/month (Rp) 1,10 £ 0,296
< 1.000.000 38 (27,4%)
>1.000.001 — 3.000.000 85 (63,0%)
> 3.000.001 13 (10,4%)

Note: * Column %, otherwise is row %; r, reference group.

Based on Table 2, there is a significant correlation. However, the direction of the correlation
has a negative value, which means that the higher the quality of life, the lower the resilience variable.
There is an insignificant correlation, and the direction of the correlation has a negative value, which
means that the higher the carrier burden, the lower the resilience variable. There is an insignificant
correlation, and the direction of the correlation has a negative value, which means that the higher the
social support, the lower the resilience variable.

Table 2. Association between Quality of Life, Caregiver Burden, Social Support with Resilience

Score Resilience

R P-Value
Score Quality of Life - 0.336** 0.000
Score Caregiver Burden - 0.088** 0.311
Score Social Support -0.158 0.068

Note: Spearman’s Correlation

Phase 2

The Interviews were conducted with eight parents of children with Down syndrome at the
Association of Parents with Children with Down Syndrome. The following are some of the themes that
were derived and emerged from the interview sessions.

(1) Mother's description of the characteristics of children with Down Syndrome.
Interviews were conducted with mothers who expressed their condition for the first time when
they saw their child being born: "How come his face is different, his face is wide, his nose is
flat" (P1), (P3)."children who have less intellectual intelligence" (P4). "Weak immunity, weak
mind, weak muscles" (P5).

(2) Responses of mothers who have children with Down syndrome
Such expressions can be seen in this passage: “Well, at first,  wasn't sincere because I was only
able to move on after 3 years of walking" (P4). "At first I felt heavy, but mmmm yes, it's called
destiny" (P2), (P6). "First, I didn't accept it, 1 felt disappointed, I had baby blues for 2 months"
(P1).

(3) Stressors for mothers who have children with Down syndrome.
In addition, an overview of This expression of feeling is an expression of feelings that arise from
parents (mother). Expression of feelings obtained by parents' fear, from the following interview:
"There's not enough money, especially if you rely on your husband's salary” (P2). I have to fight...
yes, I have to do extra for my child's condition in the future” (P4,). "I often get sick because I
have heart disease, epilepsy" (P35, P6).
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(4) Mother's coping strategies in dealing with children with Down syndrome
Of the mother participants who became the study's object, all received that there are several
ways to maintain good coping. The above can be seen from the following interview results:
“"Continuous efforts to survive, you have to be able and flexible, one day you will definitely
be able to do it" (P4), "Yes you have to be able to appreciate and accept” (P3).

(5) Mother's ability to care for children with Down syndrome
The following are some excerpts from participants. There are many things that must be
considered when looking after children with Down syndrome: "Children cannot eat carelessly;,
food must be chosen if they are allergic to cow's milk" (P2). ' Yes, the treatment is a little
different” (P1), "My child is 6 years old but is still like 1 year old, can't walk or talk yet" (P5, P4)

(6) Support Resources.

This support is a complementary ingredient that strengthens a relationship, especially when one
of the family members needs support. The following are the results of interviews related to these
categories: "The family is very supportive, my brother and my husband are very supportive,"
(P2), "At first I was a little scared because I was separated from my husband, but my parents
gave me a lot of support” (P4). "The neighbors are very attentive even though there are only one
or two people who are indifferent” (P3, P5)." I was lucky because I joined the community, so it
felt like there were lots of families who supported me” (P1, P6).

DISCUSSION

Phase 1

There is no doubt that the quality of life, social support, and caregiving burden of parents with
children with Down Syndrome (DS) are vulnerable to high levels of stress, considering that DS is a
lifelong disorder and caregiver responsibilities increase as people with DS age. (Dias et al., 2022).
However, quality of life, social support, and the burden of caregiving gradually develop specific
personality attributes and skills essential in adapting to their life context.

In line with the aim of this study, the relationship between quality of life, social support, and
caregiving burden for parents of children with DS was investigated. Descriptive analysis showed that
participants reported moderate quality of life, social support, and caregiving burden. Statistical analysis
shows that three dimensions of resilience negatively relate to quality of life, social support, and
caregiver burden when discussing mediation analysis. Quality of life was a significant mediator in the
relationship between self-resilience, hope, and well-being but not in the relationship between optimism
and well-being (Dias et al., 2022; Faria Carrada et al., 2020). The total impact is positive and significant,
and quality of life is an essential mediator in the relationship between parental resilience and caring for
children with DS. Above-average results for quality of life can be attributed to education; 31.4 percent
of mothers with higher education have a stable relationship with self-resilience.

Family demographics, family demands, and social support are essential factors that play a
significant role in how families respond to the birth of a child with DS. Treatment of children with DS
and their families may be more effective if professionals working with these families are aware of the
factors that contribute to healthy family functioning (Hsiao, 2014). Social support is one factor that
plays a role in shaping a person into a firm or resilient person. This is in line with research conducted
regarding the relationship between social support and resilience, which shows that there is a positive
correlation between social support and resilience (Afita & Nuranasmita, 2023). This indicates that the
higher the social support an individual receives, the higher the individual's resilience. By getting social
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support from an association for parents with children with the same condition, parents feel loved,
valuable, and valued (Noroozi et al., 2024).

Parents who care for children with Down Syndrome (DS) have a more significant burden of
daily activities, which can affect their health. Parents who are the primary caregivers of children with
disabilities face many challenges in everyday life. In line with research concluded that mothers who
have children with Down syndrome tend to have a high level of caregiving burden, and this is related
to age at birth. Therefore, health service providers, including relevant authorities, are advised to carry
out various programs to support nurses in reducing their burden as well as to increase awareness
programs regarding Down syndrome prevention measures in the community (Mishra, Pandey, Bhujel,
& Adhikari, 2023).

Resilience contributes to flexible adaptation to the demands of life in a precise, consistent, and
persistent manner, both by adapting one's abilities and using environmental factors wisely. Positive
adaptation is reflected in the fact that the person can cope positively with difficulties, failures, traumatic
events, and also with increasing responsibility (Bonanno, Westphal, & Mancini, 2011). Thus, resilience
reflects a person's ability to endure adverse events and return to an initial state of balance and
functioning after experiencing these unfavorable events. People with a high level of resilience are
characterized by self-confidence, independence, a sense of humor, patience, positive emotions,
openness to new experiences, and determination in action, which contribute to improving the quality of
life and well-being (Alina Chiracu et al., 2023).

Phase 2

The six themes that emerged from the in-depth interviews succeeded in providing a better
understanding of parents' experiences in caring for children with DS. Qualitative findings showed five
themes related to parents' strategies and abilities to maintain resilience in caring for children with DS.
In this study, we aimed to assess the impact of having a child with DS on the parents' quality of life.
Our results show that most caregivers reported strategies and efforts in caring for and sustaining the
child's life, consistent with the investigation findings. Apart from that, many factors can contribute to a
decrease in the quality of life of parents, social support, and the burden of caring for children with DS.
This may include difficulty accepting their child's disability, changes in family routines, and difficulty
getting needed support (Bull & Genetics, 2011; Uppal, Chandran, & Potluri, 2015). However, it should
be noted that although many problems and difficulties have been reported for caregivers of children
with DS, the estimated quality of life for the population included in this investigation does not appear
to be significantly impaired (Uppal et al., 2015).

We have also assessed stressors for mothers of DS children. Our results show significant
differences between different domains, where parents of DS children must be able to survive for the
sake of survival for the future of their children. This may contribute to estimates of reduced quality of
life among some caregivers. This can be attributed to the potential burden that having a child with DS
places on the psychological, social, and physical parameters of their caregivers, which may be a direct
cause of embarrassment, anxiety, and stress in their caregivers (Xanthopoulos et al., 2017). In the same
context, we also found that the mother's ability to care for a DS child was associated with the child's
health parameters, indicating a high burden in caring for a DS child; regardless of other conditions, the
care provided was different from that of an average child, usually caused by weak immunity. Health in
children with DS, so the role of parents is very large in maintaining the health of children with DS
(Alexander & Walendzik, 2016).

In addition, supporting resources are urgently needed because caregivers are forced to spend more
time with their children and provide more attention. In addition, evidence in the literature also shows
that some caregivers report that it is challenging to handle health services for their children, who also
take over other responsibilities from parents, thereby leading to a decrease in quality of life (Alexander
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& Walendzik, 2016; Xanthopoulos et al., 2017). Therefore, adopting social integration by building a
strong social network with caregivers of children with DS may contribute to beneficial resilience
parameters for affected caregivers (Xanthopoulos et al., 2017). However, it should be noted that not all
caregivers have access to such activities, which may be unaffordable for most of them, and therefore,
raising their children may also be challenging and reduce the quality-of-life aspects. Thus, healthcare
authorities should provide more facilitated access to these and home services to assist care providers
and improve their quality of life and social integration.

Strength and limitation

This study has various advantages, one of which is using two techniques. This study used a
combined strategy of quantitative and qualitative findings. Combining these two methodologies yields
accurate data that can be used to construct a comprehensive nursing care model for maintaining
resilience in parents of DS children. However, this study has drawbacks. The study's weaknesses stem
from the small number of participants, which consisted of only 135 moms. It is advised that the number
of difficulties is increased to include more parents. It is also vital to broaden the area of research by
addressing contextual elements such as geographical location, sociodemographic linkages, and ethnic
culture.

CONCLUSION

According to the objectives of this study, social support, carer burden, and quality of life influence the
strengthening of older people; thus, nursing service providers can consider nursing care as an early
detection strategy for preserving resilience. Good resilience is defined as the capacity to organize and
focus attention effectively. When a woman has this resilience, she becomes more sensitive to her
surroundings, which improves her ability to support her child's well-being.
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