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Experiences of mothers of children with Down syndrome
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Background. Down syndrome is a genetically occurring chromosomal abnormality, characterized by mild to moderate
intellectual impairment, difficulties in verbal and non-verbal communication, as well as disruption in social interactions. In addition,
mothers of affected children possess various emotional experiences and must have strategies to provide optimal care in the face some
physical and social challenges.

Objectives. The aim of this study was to describe the experiences of mothers of children with Down syndrome.

Material and methods. This was a qualitative research with a phenomenological approach, and the participants consisted of 10 moth-
ers selected through purposive sampling. In addition, the study was conducted in Binjai, Indonesia, from April to May 2018. Data col-
lection was performed using in-depth interviews with voice recording. Content analysis was adopted using the Collaizi method, and the
principle of trustworthiness was subsequently applied.

Results. A total of 5 themes were recognized, including 1) having an emotional experience, 2) accepting the child’s situation, 3) meeting
the needs of children, 4) experiencing obstacles in caring for children and 5) expectation of the mother.

Conclusions. The study, based on the experiences of mothers of children with Down syndrome, provides important information for
families, health workers and the health service system to enhance understanding of the condition, as well as the appropriate handling

techniques. Furthermore, it is also necessary to further investigate the experiences of positive emotions in affected mothers.
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Background

Down syndrome is a chromosomal disorder associated with
distinctive facial shapes and mental retardation, with a prevalence
of around 8% of all congenital abnormalities in Europe [1]. How-
ever, the predominance among children aged 4 years in the USA
as of 2010 was around 12.7% in 10,000 [2], while a research on
the Colombian population showed an incidence of 16.3 to 17.8%
in every 10,000 live births. This manifestation was highly common
with women over 35 years of age, in 40 out of 10,000 live births,
and 120 out of 10,000 for those over 40 years of age [3].

A child affected with Down syndrome possesses limited
abilities, especially in academics and during the conduct of daily
activities. The physical and mental barriers also make it diffi-
cult for the parents and families to accept circumstances [4].
This situation leads to an initial feeling of shock, especially by
the mother, as well as a very large change in mood, as most tend
to require additional income to pay for additional therapy [5].
The support received from the surrounding environment has
an effect, including the provision of positive social backings,
which increases enthusiasm in parenting, strength, the feeling
of calmness and not being underestimated and ostracized [6].

Mothers tend to experience relatively higher levels of fa-
tigue than fathers, because they spend more time with the
child. In addition, the most common problems in families in-
clude thoughts related to future prospects and the demand for
more financial, social and spiritual support to accept the health
condition. However, the forms of acceptance by parents include
calming down, praying and learning to be more patient while
facing everyday life [7].

Mothers of children with Down syndrome face several ob-
stacles with varying degrees of difficulty. These include the quest

for possible treatment and teaching the child independence with
the hope of a better condition in the future. According to Lyons
et al., the maternal deterrent factor in providing care for affected
children is the factor of the child, the attitudes and views of oth-
ers, as well as environmental and logistical problems [8]. In In-
donesia, the possible obstacles include the limited knowledge,
attitudes and negative views of the social environment, limita-
tions in therapy, the incidence of less stable physical and mental
conditions in mothers [9] and rejection by individuals within the
residence, as well as some family members [10]. Alwhaibi and
Aldugahishem identified some limitations with the presence of
intellectual and communication disorders in children, which af-
fects participation with others, busy mothers, rejection by chil-
dren from the surrounding environment and lack of specifically
designed facilities for those with disabilities, subsequently serv-
ing as a barrier to physical activity [11].

Some of the obstacles faced by children with Down syn-
drome in the health care system include unfair treatment or
discrimination by health services. According to Ali et al., staff
attitudes and behaviors were negative, leading to failures in pro-
viding reasonable services and status differences [12], as health
workers rarely communicated with affected individuals in the
correct manner [13]. The lack of support and care, as well as
inappropriate policies, also become obstacles in caring for chil-
dren with special needs in developing countries [14].

Cultural beliefs also greatly influence the perception of
mothers and family members of children with Down syndrome.
Riany et al. demonstrated how mothers in Indonesia hold on to
the cultural beliefs of maternal behavior during pregnancy, kar-
ma and God’s plan. However, some reported on the degree of
pain felt after the positive diagnosis of their children, while some
cultures attributed this manifestation as a curse for the family
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[15]. According to Mathebane, some mothers feel sadness and
pain with this development, hence the desire to cry, which is
often not fulfilled, as crying for a living person is assumed to be
a taboo in the culture. This is only allowed when mourning for
death. There is also a belief among black Africans that crying
for a living person causes premature death [16]. Ahmed et al.
identified ambivalent cultural stereotypes which characterized
Down syndrome as an abnormal object, pity, closer to God and
as a provider of luck. However, some support having an abor-
tion in order to evade the experience of social stigmatization.
The results of this study reveal how parents negotiate religious
beliefs with personal experience to rationalize personal views
on abortion resulting from a positive diagnosis [17].

Being born with Down syndrome does not mean a total in-
ability to develop abilities, hence the presence and acceptance
of parents to the child’s condition is very important. This is be-
cause of the high dependence of children to meet their daily
needs and activities [18], especially in the provision of care, by
ensuring knowledge acquisition in an educational center [19].

Having a child with Down syndrome is an experience rarely
possessed by parents. However, the condition features feelings
of sadness, anger, inability to accept the situation and anxiety,
burdens for mother in living and caring for their children. There-
fore, it is important to deeply explore the experiences of moth-
ers of children with Down syndrome.

Objectives

The aim of this study was to describe the experiences of
mothers of children with Down syndrome.

Material and methods

Study design

This phenomenology study focused on a person’s experi-
ence, which was converted into action; hence, the approach
was expected to obtain a deep understanding of the experience
of mothers of children with Down syndrome.

Sample/participant

The participants consisted of 10 mothers of children with
Down syndrome, selected with purposive sampling. Participa-
tion criteria included: 1) the characteristic of being communica-
tive and 2) the willingness to participate, which was declared
verbally or by signing a research agreement.

Data collection

The study was conducted between April and May 2018 in
Binjai, Indonesia. In addition, the data collection process was
conducted by in-depth interviews using voice recording, where
probing techniques were adopted to obtain comprehensive in-
formation. Furthermore, semi-structured interviews consisting
of 6 open questions developed by the researcher, were used,
which included the following: 1) How did you feel about hav-
ing a child with Down syndrome? 2) What were your daily
behaviors or activities? 3) How did mothers provide care to
affected children? 4) What obstacles have been experienced
in the process? 5) How did mothers face these challenges?
6) What were your hopes for your child?

The interview process was initiated by approaching the
prospective participants through prolonged engagements to
foster mutual trust and comfort and was followed by a con-
tract of agreement with the respondent. This was performed
in 2-3 meetings featuring the self-introduction of researchers

and providing an explanation about the study aims and objec-
tives. Therefore, the participants were asked for willing to be
interviewed through the request to read and sign an informed
consent along with the assurance of anonymity and confidenti-
ality. The interview duration was 50-60 minutes, and data col-
lection was terminated when no new information was obtained,
as well as in instances of redundancy (saturation).

Data analysis

The data collected was evaluated using the Collaizi content
analysis method. The steps taken included: (1) reading and
copying all transcripts to make sense and meaning of the ex-
pressions by patients; (2) extracting significant research state-
ments that are directly related to the research phenomena;
(3) outlining the meaning contained, which are then combined
and formulating into a theme; (4) integrating the results in the
form of a complete theme description, is then formulated for
the phenomenon; and (5) the participants are further re-vali-
dated. Member checking has been carried out to ensure that
the researchers have analyzed the data correctly.

Trustworthiness

The principle of trustworthiness was applied to ensure cred-
ibility in research, which was a criterion to fulfill the truth value
of the data and information collected. Hence, prolonged engage-
ments were conducted by holding meetings with participants
2-3 times in designated places in order to foster a relationship
and familiarity between the researcher and participants, along-
side better openness and trust. Furthermore, confirmability was
performed by examining all interview transcripts and analysis
tables to determine the theme, while dependability was used to
assess the process quality. Conversely, transferability was car-
ried out by writing a research report that was detailed, clear,
systematic and easy to understand in order for readers to ob-
tain a clear picture of mothers’ experiences. Moreover, authen-
ticity focused on the extent to which researchers were able to
demonstrate the reality and genuineness of a participant’s life
experience.

Ethical consideration
This study was approved by the Health Research Ethics
Commission, Faculty of Nursing, Universitas Sumatera Utara,

No. 1416/IV/SP/2018, and the consent of respondents was ob-
tained via an informed consent form.

Results

Characteristic of participant

This is shown in Table 1.

Table 1. Characteristic of participant in this study (n = 10)

Characteristic Absolute fre- Relative fre-
quency (n) quency (%)

Age

40-50 years old 5 50

50-60 years old 5 50
Graduated

elementary school 2 20

junior high school 3 30

senior high school 5 50
Religion

Moslem 9 90

Christian 1 10
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Table 1. Characteristic of participant in this study (n = 10)

Characteristic Absolute fre- Relative fre-
quency (n) quency (%)

Ethnic

Bataknese 4 40

Malaynese 2 20

Javanese 4 40
Occupational

housewife 9 90

civil servant 1 10

Based on Table 1, there are no differences in proportion be-
tween the ages of 40-50 years and 50—60 years, and most moth-
ers were graduates of senior high schools (50%), and a majority
was of Moslem religion (90%). Furthermore, the ethnicity was
of similar proportion between the Bataknese and Javanese at
40%, while the mothers’ occupation was mostly housewife
at 85.70%.

The results identified five themes related to the experiences
of mothers of children with Down syndrome, including: 1) hav-
ing an emotional experience; 2) accepting the child’s situation;
3) meeting the needs of children; 4) experiencing obstacles in
caring for children; and 5) expectations of mothers.

Having an emotional experience

The participants portrayed very negative emotional experi-
ences, as seen with the hurt after learning about the child’s con-
dition. These feelings include sadness, poor expectations, the
need for more time and the display of worry. There was also
a sense of confusion with a lack of understanding about Down
syndrome.

“..Iam not sure my child could have something like this...” (P.3)

“..I can accept it at the age of 2 years...” (P.2)

“...Thinking about the future, because we are getting older,
and he is becoming bigger. Also, he lacks understanding, in the
absence of things he likes, although better comprehension is
shown after eating, if all that matters...”(P.6)

“..At first | didn't know if my child had Down syndrome. In
the last few years, | just found out that my child has Down syn-
drome” (P.8)

Some participants felt positive emotions, which emerges
from being a woman based on instincts as a mother. In addition,
there was also a feeling of persistent gratitude and fortune in
providing care for the affected child.

“..I was still grateful even though my child has Down syn-
drome but he was still given advantages by God...” (P.5)

“..Despite the problem of treatment, | thank God there is
always and only fortune for my child...” (P.2)

Accepting the child’s condition

Participants tend to accept the condition with patience
and sincerity, despite the initial refusal at first, on learning
about the child’s Down syndrome.

“..At first, | refused, hence it is necessary to be patient if you
have kids like this at all time...” (P.5)

“..yes, he is my child, | must be sincere. Therefore, if you ac-
claim that God gave you, that’s right, you are being sincere...” (P.2)

Meeting the needs of children

Participants realize the abnormality in child develop-
ment, hence the need for special attention from parents, espe-
cially mothers. This is often met through medical care, love and
supervision,

“..Indeed, my attention is focused on him, which is greater
than to my other child...” (P.3)

“..This special need makes me keep watch and never let
go...” (P.10)

“...He often falls sick and is then taken to obtain an alterna-
tive treatment, including massage...” (P.7)

Mothers make efforts to meet the child’s educational
needs, as they generally have a right to attend school at a cer-
tain age. Mothers also serve as role models by teaching meth-
ods to fulfill basic personal needs.

“..When he was five years old, | took him to school, where
his aunt taught at the kindergarten level...” (P.3)

“..He complies, as long as we have taught him two or three
times. Hence, when you give an instruction like take a bath later,
he can understand and practice it again...” (P.7)

Experiencing obstacles in caring for children

Caring for children with special needs is a struggle, as the
participants expressed difficulties, including fatigue, as they
sometimes feel ostracized by the surrounding environment.

“...When tired from my child’s inability to understand quick-
ly, we tell him, and he also seems to not comprehend...” (P.5)

“..1 think their attitude is different from mine because of my
child’s condition. This is because if | pass in front of their house,
they immediately close the door...”

Difficulties felt in providing care are obtained both from the
environment and from the affected children, especially those
that are more active.

“..Indeed, when he is more active, we become upset...” (P.1)

“..Sometimes he makes me angry when demonstrating high
activity...” (P.9).

Expectations of mothers

A child with Down syndrome is very dependent on others,
especially on the mother. Moreover, some participants share in
the hopes of children becoming independent, especially after
the mother’s demise.

“..Well, it is hoped that he attains independence, gets along
and makes friends. Also, | anticipate that he becomes clever,
which is not possible...” (P.5)

“..yes, | hope that he can be independent...” (P.10).

In addition, another desire expressed by participants
was for the child with Down syndrome to become smart and
healthy. This is because of the fact that the affected individuals
are more prone to diseases, resulting from a relatively lower im-
mune system.

“..The most important thing is my child’s future, despite the
fact that he is a fool. However, he can go to school, hence I'm
very happy. This ensures consistent progress, even though he is
not smart and his brain is driven to think...”

“..I hope he is healthy...” (P.3)

“..I hope he can read, write and understand, that’s
all...” (P.7).

Discussion

Emotional experience encompasses the mother’s first re-
sponse as a parent towards accepting the condition of a child
born with Down syndrome. This was often negative and sad
after diagnosis, featuring disappointment, poor expectations,
the need for time to accept the condition, confusion, anger and
a lack of understanding. This is in line with research conduct-
ed by Kortchmar et al., which reported that mothers undergo
coping changes from difficulties in accepting the situation,
a poor desire to see their baby, anger and the feeling of sad-
ness [20]. Furthermore, the current study showed positive emo-
tional experiences by some participants, based on the absence
of burden and the gratitude for strength. This finding is confus-
ing and contradicts the research conducted by Andreyko, which
reported on the first emotional response of refusal [21]. Usu-
ally, people faced with problems tend to be sad and angry, al-
though a demonstration of positive emotions is advantageous
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for a higher propensity to attain certain achievement. This ob-
servation, therefore, needs to be studied further.

The admission process involves dealing with unforeseen cir-
cumstances, which is often initiated with rejection or denial. This
does not occur quickly, as time is highly important, followed by
possible acceptance by the mother, with sincerity and patience
in dealing with the child’s daily life. In addition, the affected par-
ents place their ward in an important position within the family
in order to foster the development of a warm emotional rela-
tionship involving the provision of care and affection [7].

Having a child diagnosed with Down syndrome costs the
mother a lot of things, especially in the meeting of specific
needs. These demands include treatment, both medically and
traditional, as well as alternative therapies, because the con-
dition features a variety of problems, especially health disor-
ders. The immune system also tends to be very poor against
disease, hence routine health checks are urgently required
[22]. Meanwhile, meeting the needs of daily activities involves
teaching basic habits, including eating, bathing and dressing,
which is often conducted by the mother. In this study, sick chil-
dren were taken to alternative medicine for massage, and they
also attended school like others [23].

When a mother is entrusted with the provision of care to
a child, various obstacles would arise, both for normal births
and those diagnosed with Down syndrome. In addition, caring
for a child with special needs leads to the challenges of fatigue,
feeling ostracized and difficulties in dealing with the children at

times when high activity is displayed [24]. The level of physical
exhaustion is increased in mothers more than fathers as they
spend more time looking after the children, especially while go-
ing to and from treatment. Mothers also tend to be detested
by others due to the child’s condition [25].

Every parent wishes the best for their children. This includes
the ability to interact properly with normal children and to be
smart and independent. In addition, these great expectations
are embraced, because the child is the future of the family, in-
cluding the expectation of success in education and life in gen-
eral [7].

This study has limitations, which include difficulties in es-
tablishing a communication, because the participants often
cried during the interview process. This study was implied as
a source of information for policymakers in order to identify the
correct actions needed to provide care for children with Down
syndrome.

Conclusions

Mothers are a part of the family that plays a very impor-
tant role in caring for children with Down syndrome, while fami-
lies also assist in the formation of independence. Therefore,
an exploration of mothers’ experiences is expected to provide
a better understanding of the condition for families and health
workers, which is needed in the provision of care and for proper
handling.
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