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Abstract: Siblings of special needs child are often seen as neglected children, especially when the special needs
child needs more attention from their parents. This study aimed to find out the dynamics of sibling relationships
with a down syndrome child. A phenomenological qualitative approach with data analysis of Interpretative
Phenomenological Analysis (IPA) was chosen as the research method due to its suitability with the purpose of
this study. The data were collected using in-depth semi-structured interviews on two biological older sisters (24
and 20 years old) of a boy with down syndrome (12 years old). The selection of subjects used a purposive
sampling technique, which was based on the specified criteria. Three main themes were found in this study,
namely (1) the functions of parents’ role, (2) acceptance towards a sibling with Down syndrome, and (3) sibling
relationship. The results showed that the parents’ role in introducing the Down syndrome from the beginning
helped the subjects accepted their sibling’s special needs. The subjects’ acceptance was expressed through their
actions in supporting their younger sibling to become independent. Each subject also showed a sense of care in
their own ways. Sibling relationships with a Down syndrome child were indicated by the existence of warmth,
conflict, rivalry, role, engagement, stress, concern, and coping mechanisms.
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Introduction

The initial clinical description of Down syndrome was made by Down in 1866 and
identified by Lejeune et al. as trisomy 21 in 1959 (Head et al., 2012). Down syndrome is a
collection of symptoms exist due to a chromosomal abnormalities, precisely on chromosome
21 causing a Down syndrome person to have 47 chromosomes (Anjarwati & Pusari, 2019).
Ram & Chinen (2011) stated that Down syndrome is the most common genetic disease and
occurs with cognitive, heart, and gastrointestinal disorders, besides other clinical conditions.
Therefore, Down syndrome is various symptoms either cognitive or physical occurs due to an
abnormality in chromosome 21.

The birth rate of newborns with Down syndrome was very high, to be precise 1:700
births worldwide or approximately 6,000 Down syndrome newborns each year (Centers for
Disease Control and Prevention, 2014). In Indonesia, the number of children with Down
syndrome aged 24-59 months in 2010 was 0.12%, in 2013 it increased to 0.13% and in 2018
it became 0.21% (Pemerintah Republik Indonesia, 2019). A Down syndrome person has an
IQ around 50 (Santrock, 2011), may experience memory issues, and have limited vocabulary
(Berk, 2013).

Limited abilities of a person with Down syndrome make them need support from
others, especially from their core family. Therefore, the siblings usually will have
responsibilities such as caretaking, serving, and helping their sibling to socialize with others
(Floyd et al., 2009). Siblings of a special needs child are also described as “forgotten
children” or “most neglected family members” (Nielsen et al., 2012). Moreover, when the
parents need to provide additional care for their special needs child, the child’s needs might
become a priority that exceeds the needs of other family members and often interfere with the
family activities (Graff et al., 2012). Also, the siblings of a special needs child usually will
take over the primary caregiver role in the future, especially when the parents no longer
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capable or have passed away (Floyd et al., 2009). Most people with Down syndrome will
have long-term relationships with their siblings because they can live over 60 years old and
are usually nursed by their family members (National Down Syndrome Society, 2019).

Some research gaps were found from the results of previous related studies. Several
subjects expressed that they felt joy because they had siblings with special needs, but others
confessed that they felt sad (Ali & Sarullah, 2010). Other research found that subjects tended
not to worry too much about their sibling’s Down syndrome condition, so they fight just like
other siblings (Takataya et al., 2019). However, Schuntermann (2007) stated that the siblings
had concerns about their Down syndrome sibling’s condition both in the present and in the
future.

The purpose of this research was to find out the dynamics of sibling relationships with
a Down syndrome child because siblings are the ones who will have the longest relationship
with the child. In addition, this study also aimed to answer some suggestions from previous
research which encouraged further studies to be carried out on siblings of different gender
(Cuskelly & Gunn, 2003) and with older siblings (Moyson & Roeyers, 2012).

Several factors that might affect the relationship between siblings and a Down
syndrome child are the functions of parents’ role (Sanders & Morawska, 2018) and the
acceptance of the siblings (Klbler-Ross, 1969). The functions of parents’ role will influence
how siblings accept their Down syndrome sibling, and the siblings’ acceptance will affect
their sibling relationship. The parents’ role will continue to influence the sibling relationship
that will last for a lifetime (Begum & Blacher, 2011).

Functions of the parents’ role include taking care of basic needs, emotional care,
socialization, providing guidance, providing boundaries, teaching life skills and mentoring,
being their child’s advocate, supporting their child’s education, and providing moral and
spiritual guidance (Sanders & Morawska, 2018). Acceptance of a special needs sibling
includes the stages of denial, anger, bargaining, depression, and acceptance (Kubler-Ross,
1969). Sibling relationships with special needs children include warmth, conflict, rivalry,
role, engagement, stress, concern, and coping mechanisms (Begum & Blacher, 2011).

Methods

This study used a qualitative research design with an Interpretative Phenomenological
Analysis (IPA) for data analysis. The data were collected via in-depth interviews and the
subjects selection used the purposive sampling technique. The subjects criteria were as
follows: older siblings who are at the age of emerging adulthood (18-25 years) based on
Arnett (2006); living at home with their younger sibling with Down syndrome and their
biological parents; the siblings and Down syndrome child have different gender; the Down
syndrome child’s age is between 6-12 years (Santrock, 2011). The age limitation for the
Down syndrome child was selected because siblings have had enough experience together at
that time and because the development delays of a Down syndrome child became more
noticeable as they grew up.

The researcher’s role was as an active listener who encouraged the subjects to share
their life experiences. The interview questions were semi-structured and referred to aspects of
the functions of parents’ role (Sanders & Morawska, 2018), acceptance (Kubler-Ross, 1969),
and sibling relationship (Hodapp, 2011). The example of questions are “Are there any
meaningful messages given by your parents regarding your sibling relationship with your
Down syndrome sibling?”’; “Usually, what causes you and your brother to fight?”; and “How
do you deal with the stress from taking care of your Down syndrome sibling?”.

To ensure research credibility, the entire conversations were recorded after getting
permission from the subjects. This research also used data triangulation by interviewing the
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subjects’ biological mother. To apply the transferability test in this study, researchers
provided a systematic and detailed description of the research results, so this research may be
easily understood by others and may be applied in similar situations. Dependability was
tested when there was a consistency in the results of subjects' answers to identical questions
that were asked at several different meetings. In addition, confirmability was tested by
conducting consultations with expert researchers. In analyzing the data, this research used
thematic data analysis by following these steps: organize data in a verbatim form; read the
entire data; perform the coding; use coding to generate them in categories; represent themes;
and make interpretations.

Result and Discussion

Down syndrome

The subjects in this study were older sisters aged 24 and 20 years old. Their parents
have introduced them to their brother's Down syndrome condition since he was born 12 years
ago. Previous research found that most siblings understood the Down syndrome condition of
their siblings from their parents, doctors, or by performing their own research (Graff et al.,
2012).

From the beginning, the subjects’ mother decided that she would be open to other
people about her child’s special needs. The two subjects felt inspired by their mother’s
openness, so they never felt ashamed to tell others about their brother’s condition. Their
mother also mentioned how her daughters told their teachers and friends that they have a
brother with Down syndrome. Santoso & Handayani (2018) stated that siblings who have
tolerated the Down syndrome condition since the beginning have received an explanation as
early as possible from their parents. Here, it can be seen how big the parents’ role is to the
siblings’ attitude towards their Down syndrome brother. This also shows the importance of
introducing the Down syndrome condition to siblings from the very beginning.

Functions of Parents’ Role

Even though the child with Down syndrome had been born in the family, the subjects’
parents consistently took care of them and kept doing their role as parents. The affection and
understanding that parents provided to the subjects made them feel that they were still part of
the family. Their parents prepared for their breakfast, their school uniforms, and so on. This
showed how their parents took care of their basic needs such as clothing, food, and affection.

Moreover, the subjects’ parents showed a sense of care to the subjects’ feelings by
explaining that their younger brother was different and required extra care, from the
beginning. Their parents didn’t want them to get hurt when they realized that their brother
needed more attention. Other than that, parents of the subjects also taught them about life
skills including problem-solving. Their younger brother was nonverbal, so the parents tried to
bring items that the boy might want and confirmed it with him. Both subjects imitated it in
order to communicate with their Down syndrome brother. The parents also paid attention to
their daughters’ education by asking about school assignments and exams. Both subjects
stated that those simple yet meaningful actions were what assured them that they were not
being neglected.

There were also directions and boundaries given by their parents about the sibling
relationships. Due to their brother's disabilities in several aspects, the subjects had been
reminded to remain patient and tolerant of him. In addition, parents also provided moral and
spiritual advice to them. They mentioned how they were constantly encouraged to help
others, including their brother. This message had a strong impact on the subjects’ sibling
relationship with their Down syndrome brother. They also received spiritual messages, which
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reminded them to pray because they believed that God would help. This indicated that the
parents played a significant role in forming the family members’ values. On top of that, the
functions of parents’ role in the subjects’ life became a protective factor in their sibling
relationships.

Sibling Relationship

As stated before, a Down syndrome person usually would have limitations in their
daily activities. Not only were both subjects aware of their brother’s condition, but they also
supported him to become independent in daily living activities. Barthel Index Activity of
Daily Living (ADL) — a measuring instrument that scored individuals with disabilities related
to their performance in daily life -, mentioned that there were several activities related to
ADL, such as the ability to bathe, dress, and eat by themselves (Pecchia et al., 2014). Both
subjects usually helped their brother to clean his body. They also had the initiative to teach
their younger sibling to eat on his own. It wasn’t easy for him at first. But, because of his
siblings’ persistence, he was finally able to eat independently.

The subjects’ personality traits differences made them support their younger brother
to become independent in their ways. The first subject stated that she was very close to her
younger brother, even closer to him compared to her other sister. She even poured her heart
out to her brother sometimes. Even though her brother might not understand what she said,
she felt accepted and loved by her youngest sibling. This indicated that the first subject
treated her younger brother just like a normal sibling. She also mentioned her brother’s
attitude that she disliked, which was being spoiled. She realized that he had been spoiled
since he was born. However, the first subject didn’t have any jealousy because she
understood his position as the youngest member of the family. She stated that her patience
was what helped her to become tolerant towards her brother’s spoiled behavior.

On the other hand, the second subject felt a rivalry with her younger brother. She
stated how she felt that her brother was rarely being asked to do anything, while she was
given an additional task to take care of him. But, this envious feeling had decreased as she
got older. Scharf et al. (2005) mentioned that sibling rivalry is usually more intense during
adolescence than during adulthood. Even though she had jealousy, it doesn’t mean that she
didn’t love her younger brother. She showed her love and care through disciplinary actions
towards her brother to stimulate his independence. The second subject felt that her brother
was a lazy boy, so she disciplined him by taking his gadgets and accompanying him to study.
Her strength in the disciplinary attitude was confirmed by her mother’s and sister’s
statements. Sharpe & Rossiter (2002) stated that the characteristics of each child and their
innate nature impact their sibling relationship.

They also experience conflicts just like any other siblings, mainly because of their
brother's disobedience. Even so, the occurrence of conflicts doesn’t mean a lack of warmth
(Furman & Buhrmester, 1985). The subjects’ love for their brother was shown through their
excitement when their brother did something that he wasn’t able to do before. For example,
when he counted from 1 to 10, both subjects happily praised him and gave him a high-five.
This aligns with what Powell & Ogle (1985) stated, that siblings feel joy and pleasure even at
their special needs siblings’ smallest accomplishments.

In terms of taking care of their younger brother, both subjects mentioned their
stressful experiences. They usually felt most stressed when their brother interfered with their
tasks. To cope with that, they remind themselves that their brother was indeed different. Both
subjects thought that the large age distance made the special treatment received by their
younger brother was normal, especially because he was the youngest child, the only boy in
the family, and had Down syndrome. The ability to have this kind of awareness is called
reflective thinking, which is one of the characteristics of cognitive changes in young adults
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(Santrock, 2011). Arnett (2006) stated that the ability to think reflectively appears when an
individual’s in the emerging adulthood stage. This kind of coping mechanism is called
differentiation, meaning that they differentiated themselves from their special needs brother.
Alfred Adler stated that differentiation is very important as a coping mechanism for siblings
of a special needs child because when siblings view themselves differently from their special
needs sibling, it will minimize the negative impact from experiencing differential parenting
(Ansbacher, 1956). This also showed that the gender difference between the subjects and
their Down syndrome sibling was one of the reasons that helped them to have the coping
mechanism.

Sometimes, they also kept themselves busy with personal activities and avoided their
brother when they were stressed. This indicated that the subjects used a coping mechanism
with an emotional-focused behavioral approach, which is a coping mechanism performed by
trying to control the emotional response to the pressing situation through engaging in
activities (Sarafino & Smith, 2014). Additionally, both subjects also had concerns regarding
their brother’s future and their future. An important message that their parents always
reminded them about was to take care of their brother in the future. Schuntermann (2007)
stated that siblings of children with special needs may have concerns both now and in the
future, either related to themselves or their sibling. They also mentioned that they felt a
burden because of having responsibilities to look after their special needs brother in the
future. Previous research indicated that some siblings of special needs children may feel
additional burdens and responsibilities in meeting their sibling’s needs (Dyke et al., 2009).

Even though they have more roles as older siblings than others and have to take care
of their younger brother, they performed the role very well. The subjects’ mother confirmed
that both of her daughters played an important role in supporting their brother to become
independent because she couldn’t discipline him due to her sorry feelings.

Conclusions

Several factors had an impact on the sibling relationships with a Down syndrome
child, which were the functions of parents’ role and the character of siblings. Parents’ crucial
role in introducing the Down syndrome from the start to the siblings helped them accept him.
Getting siblings involved in various caregiving activities also helped them understand how to
support their special needs sibling’s development. Functions of parents’ role (taking care of
basic needs; emotional care; socialization; providing guidance; providing boundaries;
teaching life skills and mentoring; being the child’s advocate; supporting the children’s
education; and providing moral and spiritual guidance) were protective factors that helped
siblings to have a positive sibling relationship.

Moreover, the subjects’ character significantly affected their acceptance process and
their sibling relationships. It also was a protective factor in creating a positive sibling
relationship. Their positive perceptions of the Down syndrome condition helped them played
their role as supportive siblings too. To deal with rivalry, stress, concern, and conflict with
their Down syndrome sibling, the subjects used emotional-focused coping with cognitive and
behavioral approaches. Both siblings performed their roles in their ways in supporting their
brother to become independent. The first subject mostly used affection, while the second
subject used disciplinary actions to stimulate Down syndrome sibling’s development.

Several limitations of this study were the lack of the subjects’ openness to their
feelings related to negative experiences and there was no observation of the subjects due to
the pandemic situation. Further researchers are suggested to build rapport with subjects to
increase openness to various experiences and to investigate themes related to emotional
regulation in sibling relationships with Down syndrome children. Other suggestions are to
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choose male siblings as subjects who have an age distance of fewer than 8 years with Down
syndrome children; and also, those who have risk factors in the family conditions, for
example, the parents who are overprotective or unable to accept the condition of special
needs. Further research is also suggested to use several types of triangulation to increase the
validity of the data.
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