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Introduction 
 
Having a child with Down syndrome (DS) transposes the lifestyle of the whole family. Identification and acceptance of 

children with disabilities is a difficult process. Promoting the child‟s optimal development requires adaptation by all family 

members as well as the degree of affiliation and support from the family have great influence on these lifestyle changes, 

both in terms of quality and quantity (Jigyel et al., 2018). Despite many policies and rights of persons with disabilities, many 

challenges are being faced by the people with disabilities and their families with whom the disabled person lives; Gross 

National Happiness Commission (GNHC), 2018). Therefore, this study covered the different issues experienced from the 

various stakeholders and community by the family of a child with DS. Also, this study reconnoitered the in-depth challenges 

encountered by the family of a child with DS. This case study was conducted in one of the inclusive schools. For ethical 

reasons the school will be addressed as school X in the study. Coming over all the milestones, the school caters to the 

education of all diverse learners with the standing motto, „reaching for the unreached.‟ Today the school has children with 

diverse special need like autism, Down syndrome, cerebral palsy and other learning difficulties (X Secondary School Policy, 

2021). This school was chosen because it had a personal connection to the researcher which allows an ease of data 
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collection thereby increasing the researcher‟s abilities to conduct reflexive analysis of the case. The other reason for 

choosing the school is also because this school serves as one of the inclusive schools in Bhutan. 

When serving as a teacher of the X school, I had come across many families of children with DS sharing about the 

difficulties they have faced in raising the children. The notion that disability, in this case parents of DS, bestows guilt and 

shame, hardship, and loss of an expected child positions children with DS, without mincing words, as undesirable. Evidence 

for the undesired status of children with DS may be inferred from the fact that in the community parents were observed to 

experience lots of deficit view on the parents and the children with DS. Therefore, to find the challenges faced by the family 

of a child with DS, the parents, sister of a child with DS and a teacher were interviewed to find the in depth information of 

this study. 

 

Materials and Methods 

 
In the general, DS is a condition in which the child will have slower physical development (Bhutan Broadcasting service 

(BBS, 2018). Individuals with DS are commonly classified based on physical attributes that are considered unique in the 

syndrome (Antonarakis et al., 2020). DS was officially approved by World Health Organisation (WHO) in 1965 (Ward, 

2019). However, many new advances occurred within the research about the modern human comprehension of the 

syndrome, many aspects of the syndrome are still misunderstood. Furthermore, in 1965, the syndrome itself was largely 

misunderstood resulting in the decision to label those affected with the dehumanizing term of "Mongolian idiots", based 

upon the Mongolian features of their eyes and their intellectual impairment (Charmaz, 2000). DS is a chromosomal disorder 

caused by an error in cell division that results in the presence of an additional third chromosome 21 or “trisomy 212” and 

the prevalence rate of DS are increasing every year (Centers for Disease Control and Prevention (CDC), 2021). Globally, 

“World Health Organization estimates for DS vary between 10 and 11 in 10,000 live births globally" (Rosenberg & Pascual, 

2020, p.163). Though there is no evidence on the prevalence rate of DS in Bhutan, it is rather frequent in Bhutan (BBS, 

2018, p.2). This can be confirmed through the Bhutan national census which was conducted in 2018. However, the 

disability rate in Bhutan is 15,567 including 8,111 women and 7,456 men (National Statistics Bureau, 2018) in which 

people with DS were also included. 

DS has three dimensions, firstly which includes impairment in a person‟s body structure or function, or mental functioning; 

examples of impairments include loss of a limb, loss of vision, hearing loss, vision problem and additionally, most of the 

children with DS will have a single crease on their hands (Bull, 2020; CDC, 2020; Charmaz, 2000; Martin et al., 2009; 

World Health Organization (WHO), 2018). The other two dimensions are activity limitation which considers difficulty 

seeing, hearing, walking, or problem-solving, and participation restrictions in normal daily activities that include working, 

engaging in social and recreational activities, and obtaining health care and preventive services. Brynard (2014) argues that 

children with DS are not the same and they do not have the same developmental potential. It is perceived to cause many 

challenges for the family of children with DS due to many developmental issues in the children. Therefore, there is a need to 

further explore how DS is perceived to delve into the challenges faced by the parents of children with DS. 

 
Challenges Faced by Parents of Children with Down syndrome 
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A child with DS, or any disability for that matter, does not entail a single perspective and must include many family 

perspectives as well as awareness of their resources to cope with any additional demands that may occur as a result of their 

child's disability (Berthelen & Joosa, 2006). Furthermore, having a child with DS is likely to entail a variety of emotions and 

other difficult experiences such as issues among the family members, disappointments, and dissatisfaction (Rahimi & 

Khazir, 2019). Therefore, it is evident that the family of a child with DS is likely to face a variety of challenges as a result of 

a variety of causes (Hoddapp et al., 2006; Most et al., 2006). So, understanding the challenges faced by the family of 

children with DS is necessary to be explored making the participants to be aware of the difficulties and the benefits of 

raising the child with DS as well as the barriers and the limitation experienced. The challenges of the family were 

experienced since the birth of children with DS and its diagnosing time. 

 

Misdiagnosis of Children with Down syndrome 
There are two types of tests available to detect DS during pregnancy: a screening test can tell a woman and healthcare 

provider whether her pregnancy has a lower or higher chance of having DS) and diagnostic tests typically detect whether or 

not a baby will have DS, but they can be challenging for the mother and developing baby (CDC, 2021). However, it is 

confirmed that sometimes, though the test results are normal and yet they miss a problem does not exist. It rarely 

demonstrates a false result even when there is nothing wrong with the baby (CDC, 2021; WHO, 2018). The majority of 

children with DS are tested incorrectly indicating that a particular condition or attribute is absent with some infants being 

diagnosed (Simionescu & Stanescu, 2020). Furthermore, though the child is living with DS, there were many experiences of 

test result indicating that the particular attribute being absent, which in other word referred as false-negative findings. Such 

diagnosis occurred due to technological difficulties, health professionals' lack of expertise, and the dependability of 

instruments (Simionescu & Stanescu, 2020; Smith et al., 2014). Around three-quarters of mothers in Turkey felt uneasy with 

the doctor's unfavourable attitudes toward diagnosis, which hindered parents' attendance for medical investigations, 

resulting in a delay in the child's diagnosis (Asim et al., 2015; Mehmet, 2018; Sheets, 2011). In addition, the studies 

mentioned that parents were not given adequate information about the disability traits by the medical professionals which 

affected their knowledge in providing appropriate support services at home. Thus, when these children are deprived of 

required support services, the comorbidity of disability occurs making the existing conditions worst due to lack of early 

intervention (Asim et al., 2015; Mehmet, 2018; Simionescu & Stanescu, 2020). Nonetheless, misdiagnosis of children was 

relatively restricted, even though there were little delays in detecting the condition (Smith et al., 2014).  

When a child has severe DS, parents have additional challenges and problems in meeting the child's demands (Dabrowska & 

Pisula, 2010; Graaf, 2002). Therefore the next topic will delve into the various obstacles parents experience in raising a 

child with DS. 

 

Stress, Expectations, and Fear 
The parents of children with DS are likely to have increased stress, depression, care giving demands, and children's behavior 

problems (Cuskelly et al., 2009; Graaf, 2002). Moreover, the stress has been shown to increase over the early childhood 

years as the demands associated with raising young children increase (Eisenhower et al., 2005; Hauser-Cram et al., 2001). 

However, some other researchers say that children with DS appear in some ways to be easier to attend than compared to 

other children with severe disabilities (Dabrowska & Pisula, 2010; Stoneman, 2007). It is argued that parents of children 

14 



Wangmo et al. / European Journal of Medicine and Veterinary Sciences-Novus, 02(01), 0100015EJMVS 

------------------------------------------------------------------------------------------------------------------------- 
with DS experience greater difficulties (Targgart et al., 2013; Valenti et al., 2018). Other research studies have found that 

parents of children with disabilities (CWD) face a higher level of stress as a result of their child's unlimited desires (Rauet, 

2008; Van der Veek et al., 2009). On the other hand, it was found that children and people with DS had reduced incidence 

of emotional and behavioural disorders as confirmed in some other studies (Graaf, 2002; Van der-Veek et al., 2009). They 

have been discovered to be more sociable and obedient. Furthermore, children with DS exhibit a wide range of individual 

differences in terms of cognitive, social, physical abilities, health status, and personality, but the researcher also contended 

that the presence of a child with DS complicates the duties of parents, particularly mothers (Peterson, 2018; Sakurai, 2017; 

Shivers et al., 2017). Thus, children's disabilities, sluggish growth, and the specific resources needed for their care and 

instruction disrupt parents' balance and psychological calm (Al-Yagon & Margalit, 2011; Pourmohamadreza-Tajrishi et al., 

2005). The role of the family is challenging as it requires the person to care for the children in all senses of the word, thus 

ensuring that their basic needs are fulfilled. 

The negative perception of having children born with DS evolved into what is now known as the stress and coping 

perspective (Downs et al., 2013). This viewpoint transformed thinking in the direction of having a child with a disability to 

be regarded as a stress issue within the family rather than a definite negative event (Dorji, 2019; Subba et al., 2018).  

Young parents endure psychological feelings such as dread, despair, worry, and guilt (Rauet, 2008). Furthermore, these 

parents may also regularly compare their children to other children and condemn themselves. As mentioned by Dorji (2019) 

Bhutanese parents see their CWD as a tragedy, disease, and illness. Such perceptions and attitudes are the sources of stress 

for the family. Nonetheless, other researches argued that children with DS are seen by their parents as more gregarious, 

joyful, have less maladaptive behaviour, and have more easy-going temperaments than those with other disabilities (Blacher 

et al., 2013; Capps et al., 1993; Dykens, 1999; Stoneman, 2007). It has also been indicated that children with DS exhibit 

less disruptive behavior by nature (Rahimi & Khazir, 2019), but the child's future health, growth, and ultimate level of 

functioning, as well as the family's ability to meet the child's needs, contribute to a variety of difficulties in the family 

(Pourmohamadreza-Tajrishi et al., 2005). According to this viewpoint, family system pressures cause negative parental and 

familial impacts such as mental disorders. External stress factors such as attitudes, perceptions, and discrimination from 

others contributed to psychological issues in families with children with DS. Therefore, t is obvious that further research and 

knowledge of the psychosocial dynamics around DS are required.  

Environmental difficulties contribute to some of the variables that risk parents' psychological health in Bhutan and 

throughout the world, such as hearing irony from friends and neighbours, evaluating the child and the family, and the 

family's shame about having a crippled child (Garner et al., 2018; Schuelka et al., 2018; Smith et al., 2014a). Though there 

is no evidence in the Bhutanese context, particularly for children with DS, it was confirmed that negative attitudes and 

stigmatization of all CWD result in feelings of frustration among families (Engelbrecht et al., 2001; Mhlanga, 2013; 

Shuelka, 2015). The combination of stress factors usually occurred, whereby the family struggles not only with their own 

beliefs about the child, accompanied by the task of caring for them but also the reactions of others, which are often negative 

and somewhat abusive (Marchal et al., 2013; Pillay et al., 2012). Furthermore, children with DS are regarded as difficult in 

the family, particularly by their siblings who do not have any disabilities, due to their restricted talents and capacities 

(Cuskelly & Gunn, 2003). Meanwhile, siblings were observed to have greater empathy and care toward their brothers and 

sisters, although siblings of children with DS were frequently weary (Cuskelly & Gunn, 2003; Skotko et al., 2012). Even if 
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they are intellectually weary due to the various obstacles of the disabled brother or sister, the siblings report less conflict and 

greater warmth in their connection (Fisman et al., 2000).  

The experiences of siblings of children with DS are found to be sad or sorry for them because of having a brother/sister with 

DS in the family (Skotko et al., 2012). Therefore, most of the siblings ranging from age nine to eleven were found miserable 

with their brother or sister with DS. It is also found that if they were the middle or elder child in the family (Kaminsky & 

Dewey, 2002; Rodriguez et al., 1993). Furthermore, the siblings of children with DS are thought to have one of the most 

enduring relationships within families (Cuskelly et al., 2009; Cuskelly and Gunn, 2003). However, several studies have 

shown that siblings of children with DS are more likely to experience internalizing difficulties, behaviour problems, and 

social prediction due to their sibling living with DS (Orsmond & Seltzer, 2007; Lovell & Wetherell, 2016; Verte et al., 

2003).  When their brother or sister was with their sibling with DS in public, a small percentage of siblings felt humiliated 

(Fisman et al., 2000). The parents pay too much attention to their brother/sister with DS and not enough to other siblings. 

Thus, the other siblings feel more isolated and neglected (Skotko et al., 2012). Also, in the United States, (Skotko et al., 

2012) discovered that having a sibling with DS harmed their social life. In a study conducted by Rossiter and Sharpe (2001) 

siblings of disabled children reported fewer difficulties than parents. They also discussed how siblings minimized their 

struggles to relieve parental tension or to create the idea of being the good child in the family (Schuelka et al., 2018; Garner 

et al., 2018). However, it is perceived that the siblings living with children with DS are likely to experience the same 

challenges at present and for the future, as the parents do.  

Regarding the future hopes and anxieties of families of children with DS , Zaleski (1996) remarked that there are two types 

of attitudes that are acquired as a result of thinking about the future: positive or negative. Consequently, the emotions most 

closely associated with thinking about the future are hope and worry. They are interrelated, and their intensity varies 

according to the children's challenges and talents (Huiracocha et al., 2017). The dominance of one kind over the other 

causes an individual to be either pessimistic or optimistic (Zaleski et al., 2017). Parents and older siblings of children with 

DS typically express both hopes and dread over future occurrences. It was observed in a study that investigated the 

experiences of mothers of children with DS in Brazil and they discovered that the majority of participants were anxious 

about who would care for their children in the future (Kortchmar et al., 2014). Similarly, parents of disabled children in 

Bhutan are frequently concerned about their children's future because of the children's potential to operate in a less 

restrictive environment or less shielded situations. Furthermore, the majority of the family was concerned about the 

children‟s uncertain future because children with severe DS were unable to care for themselves (D. Egan & Egan, 2020). 

Thus, making life on one's own was identified as a complicating element. Therefore, the experience of the family can be 

caused by multiple factors, each cause being unique to the individual subjectively experiencing it. For that result, it is 

critical to have a thorough awareness of the difficulties that siblings of children with DS encounter. 

 

Impact of Bhutanese Beliefs, Values, and Attitudes 
One of the complicated issues that contribute to financial difficulties for families with children with DS is a strong 

conviction in Buddhist values (Schuelka, 2015). According to Schuelka (2018), western' medicine is problematic in 

traditional Buddhist medical philosophies that promote the oneness of mind and body and that illness cannot be separated 

from life (current or previous action). The beliefs and values constitute people's attitudes that may in turn affect the 
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behaviour (Dorji, 2019). The relationship between belief, attitude, and behaviour is simplified (Brandon & Brown, 2009). 

Since, everyone has different views, our attitudes and behaviours regarding disability vary (Schuelka, 2010). Schuelka 

(2015) has highlighted components of the medical model in the way disability is formed in Bhutan, noting that 'medical 

experts' from other countries frequently add such discourses while counselling local professionals. According to 

Kamenopoulou and Dukpa (2018), cultural and traditional beliefs are a costly approach to treat a person and also discourage 

people away from the medical model, which is extremely effective and easy to afford in Bhutan because it is provided for 

free to all Bhutanese citizens. Further, the beliefs and attitudes are also a factor that can cause stress for the family of 

children with DS. Therefore, the paper covered how parents of a child with DS were affected by the attitudes and 

stigmatization (Gilmore et al., 2003). Inexplicably, the stress in parents of children with DS is likely to be intensified by 

factors as low SES and single-parent status (Kortchmar et al., 2014). 

 

Deficit views on the Children with Down syndrome 
Besides many challenges, the deficit approaches to children with DS seem to be problematic as noted in this section. Deficit 

methods are attacked for conceiving the target individual or group primarily (or even completely) in terms of their perceived 

inadequacies, dysfunctions, problems, needs, and limit (Dinishak, 2016). Similarly, deficit view was referred to as lack of 

mental theory and thought blindness (Dinishak, 2016). The deficit view held by Bhutanese parents was primarily based on 

the parents' inability to prepare their children for the literacy, numeracy, and general 'know-how' of the schooling system due 

to their inability to read or write and their lack of school experience (Tshering, 2015). It also postulates about how teachers 

and the school system were unable to view families from a more positive perspective because a system to help understand 

and utilize the household „repositories of resources‟ had not yet been put in place. In the meantime incidents between home 

and school continued to compound such deficit views. Furthermore, the terms "economically inactive" and "permanently 

disabled" mentioned in (National Statistics Bureau, 2012, p. 96) were discovered to be the reason for some parents and 

teachers viewing their special needs child as unable to attend school and obtain a job (Chhetri, 2015). As a result, deficit 

thinking acted as a lens throughout the research. The numerous obstacles faced by a family with a child with DS provide a 

variety of deficit views. Environmental elements that make up the physical, social, and attitudinal environment in which 

individuals live, such as accessibility hurdles and social regulations, can impact an individual's day-to-day activities in 

negative or positive ways (Giraldo-Rodríguez et al., 2019). In reality, one of the compounds in this study is a deficit view of 

oneself and one's disabled children. 

 

Methodology 
Research Design 
Qualitative design was applied to find the challenges experienced by a family of a child with Down syndrome (DS). The 

qualitative approach is referred to as an enquiry process with the purpose of understanding a social or human problem based 

on building a complex, holistic picture, formed with words, reporting detailed views of informants and conducted in a 

natural setting (Cresswell, 2018). It helps the researcher to address how and why questions enabling a deeper understanding 

of experiences, context, and phenomenon. In addition, the qualitative research design also permits the description of 

problematic moments in the individual‟s life (Denzin & Lincoln, 2003).  
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The activities of collecting and analysing data, developing and modifying theory, and elaborating or refocusing the research 

questions, usually went on more or less simultaneously, each influencing all of the others for a useful model of qualitative 

research design (Cresswell, 2018). This qualitative approach allows the researcher to reconsider or modify any design 

decision during the study in response to new developments (Cleland, 2017) making it more convenient for the novice 

researcher. From the various qualitative designs, this study is a case study research. Yin (2014, p. 149) defines “case study 

research method as an empirical inquiry that investigates a contemporary phenomenon within its real-life context; when the 

boundaries between phenomenon and context are not clearly evident; and in which multiple sources of evidence are used”. 

A case study method provides a close examination of the data as it is a single embedded case. This case study is placed 

within the constructivism paradigm. The participants have constructed their individual understanding based on the questions 

asked. Constructivists assume that the meaning of experiences and events are constructed by individuals, and therefore 

people construct the realities in which they participate (Charmaz, 2000). Within a constructive paradigm, a descriptive case 

study was used to describe the challenges faced by the parents of a child with DS within a real world situation (Cresswell, 

2018). 

 

Data Collection Tools 

To obtain the data, the writer used three techniques of data collection. Since the study is a descriptive analysis, therefore the 

writer used in-depth interview techniques as the primary source to collect data followed with observation, and informal 

communications with a group of community. Lastly, documentations related to the child with DS were used to authenticate 

the data collected. 

 

Interview: This study used the qualitative interview method, which helps to capture the perceptions of the Down 

syndrome child‟s parent. A semi-structured interview guide was developed to direct the interview process and to 

keep the focus on the topics pertinent to the research questions (Robson, 2011). Accordingly, Yin (2014) also 

states that interview can provide important insights and help the researcher to identify other relevant sources of 

evidence. The researcher has interviewed four participants (father, mother, sister and a teacher). The teacher was 

interviewed to confirm the child‟s challenging behaviours and also the teacher‟s perception of the family. Audio 

recordings, notes, and video recording were done in different areas of the school, home and other related areas over 

a period to collect rich data for the case study. 

Observation: Direct observation and participant observations was applied along with semi structured interview. 

According to Yin (2014) direct observation is a systematic data- collecting technique that involves watching 

individuals in their environment or in a naturally occurring situation. This technique will be applied and all data 

will be transcribed later and colour coded to identify emerging themes (Creswell, 2018). For this technique, a child 

with Down syndrome, his younger sister and the two parents were observed with the prior permission from the 

family. To make the information empirical, the researcher had used techniques which included observation, field 

notes and personal communication to level the immersion and prolong involvement with participants. It helped the 

researcher in building good rapport and encouraged participants to speak up freely and while collecting data (Yin, 

2014). Consents from the participants were sought before observation was carried out to make it more ethical. In 
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order to avoid manipulation, a critical friend (asking someone to observe) was used to authenticate the data 

collected.  

Documentations: Yin (2014) indicates that case studies need not be limited to a single source of evidence. So, 

to essentially help in exploring the variables of this study completely from different angles and perspectives the 

following various documents was requested for extra information on how the family had faced difficulties in 

supporting the DS. The documents used for this study were the child‟s descriptive report which confirms about the 

child‟s behaviour (prepared by school SEN team), school SEN policy (to check parent‟s involvement), individual 

portfolios and the minutes of meetings maintained by the school SEN committee. To further enrich the data 

mentioned above, the researcher has maintained daily journal during the period of 45 days data collection.  

Sampling: Sampling procedure was purposive convenience sampling technique. According to this sampling 

process, the researcher has the ability to select the sample towards the study purpose. By using this sampling 

procedure can make a judgment about sample & able to collect in depth data from participant according to research 

needs. The purpose is to gain deeper understanding on challenges faced by family in raising a child with Down 

syndrome and not to generalize the findings. Since generalization (and not analytical generalization) is not an issue, 

the selection of participants was conducted non-random and the study includes samplings including sibling of a 

child with Down syndrome, father, mother, personal communication with neighbours of a child with Down 

syndrome and a teacher. The criteria of research samples were selected based on their knowledge, relationships, 

and expertise about the child. For the study a small sample size was taken in order to analyse the data from the 

participants in depth and easily. A group of community members were also interviewed informally and in the 

analysis the researcher have mentioned as “Sheytho” (informal conversation). According to Yin (2014) a purposive 

sampling is useful when a targeted sample needs to be reached. In the current study, the sample members had 

special experience with the case investigated. Small numbers of potential participants were appropriate for a 

qualitative methodology. They were selected according to the researcher‟s purpose and their willingness and 

accessibility for the interview.  

Ethical Considerations: Further, while doing this case study research, all participants were interviewed with 

robust, clear, and well-written consents (Martin & Mervis, 2012). During the interview session and analysing data, 

the researcher had never tried to influence the process by own value, perception and biases. The participants were 

informed about the purpose of the study and an explanation about the selection of participants was provided before 

proceeding to data collection. The elements in the informed consent form for this case study research includes 

identification of the researcher, identification of the study context, an indication of how the participants were 

selected, and the provision of names of the persons to contact if any question arises (Creswell, 2018). The purpose 

of this letter was to reassure participants that their participation in the research is voluntary and to inform them that 

they may withdraw at any point and for any reason. The participants in this study were informed regarding the 

objectives of the study, while they were reassured that their responses were treated as confidential and used only 

for academic purposes. Furthermore, the participants were ensured of not being harmed or abused, both physically 

and psychologically during the research. An attempt was made to create and maintain a climate of comfort during 

the whole process of data collection.  
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Validity and Reliability: To enhance the validity of the study, same findings were corroborated and 

triangulated i.e. adopt different angles from which to look at the same phenomenon, by using different data 

collection strategies and different data sources (Denzin & Lincoln, 1994; Yin, 2014). To ensure the internal 

validity, framework were formulated clearly through pattern matching. Researchers should compare empirically 

observed patterns with either predicted ones or patterns established in previous studies and in different contexts 

(Denzin & Lincoln, 1984). The study has used theory triangulation as it enables a researcher to verify findings by 

adopting multiple perspectives from the participants (Yin, 2014). External validity involves the extent to which the 

conclusions can be generalized to the broader population. A study is considered to be externally valid if the 

researcher‟s conclusions can in fact be accurately generalized to the population at large. 

Data Analysis: Thematic analysis process was followed to analyse the data. The process of thematic data is to 

familiarise researcher on data, assign preliminary codes to the data in order to describe the content, search for 

patterns or themes in the codes across the different interviews. In short the method of identifying, analysing, and 

report patterns (themes) was done within data in this research (Braun & Clarke, 2020). Since this study has 

different theoretical framework related to challenges experienced by the family of the child with DS, thematic 

analysis helped the researcher to answer the different research questions as it was theoretically flexible (Braun & 

Clark, 2020). In preparation for the analysis, the recorded interviews were transcribed. In this study, semi-

structured interview questions were designed differently for parents (father and mother), sibling and teachers. After 

transcribing the entire interview the data was organized according to the interview questions. All transcripts were 

read several times to find out what the participants wanted to say. Following that, the researcher verified the data to 

find out the actual themes for the study. When the researcher noticed some similarities between the data, the 

researcher organized the data according to some major categories and under those categories, some codes were 

established. The codes came out from the research question and each code was separated from each other through 

colours. The various codes were reviewed frequently and the same codes were merged. Next sub-themes were 

classified based on the similarities and differences between the codes. The researcher used different acronyms for 

the participants in data analysis. The different acronyms includes FD as father dialogue, MD as mother dialogue, 

TD as teacher dialogue and SD for sister dialogue. The participants were abbreviated to squeeze phrases to make 

the sentences easier to read. 

 

Results and Interpretations 
 

Parents, Sibling and Teacher’s Knowledge and Perception Regarding Down syndrome 
The CDC (2021) and WHO (2018) confirmed that DS is a chromosomal disorder caused by an error in cell division that 

results in the presence of an additional third chromosome 21 or “trisomy 212” . The father of the DS child too shared that 

“Down syndrome occurs when an individual has a full or partial extra copy of chromosome 21….” (FD1, September 6, 

2021).  The children with DS is accompanied with specific disabilities such as auditory, visual, tactile, speech, language, 

communication difficulties and cognitive issues (Al-Yagon & Margalit, 2011; Hartley et al., 2016 ; Ivić et al., 2016; Rahimi 

& Khazir, 2019). However, it is important to know that there is no universal rule or any sign by which the level of 
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disabilities or difficulties in person with DS can be predicted in (American Psychiatric Association, 2013). According to the 

(FD2, September 22, 2021). 

 

While doing the check- ups doctor said that my son is having single crease on each hand and on examination, 

medical professionals nod and showed me his hands telling me that it’s a sure fire sign that the child is living with 

Down syndrome, or at the very least that it is “the most common” marker of Down’s syndrome (showing hand and 

demonstrating). 

 
Correspondingly, it was found that people with DS will have a single crease (simian crease) across the palm of the hand and 

the characteristic differs individually depending on the clinical findings (Bull, 2020; CDC, 2021; Gargiulo & Bouck, 2017; 

WHO, 2018). There are different understanding about the disability based on the participants experiences.  

The teacher dealing with the DS child commented that, “Dorji (name changed) who is living with DS has a very poor social 

skill, he hardly converse, he hardly play with friends, and he is very difficult to manage” (TD5, September 27, 2021). 

However some researchers observed that children with DS were perceived to be more sociable and cheerful without any 

complicating behaviors (Blacher et al., 2013; Capps et al., 1993; Dykens, 1999; Stoneman, 2007). Some others claimed that 

a child living with DS will have severe intellectual disabilities that can cause a person to have trouble or delays in physical 

development, learning, communicating, taking care of himself or getting along with others (Bertoli et al., 2011; WHO, 

2001). A teacher who had been teaching the child with DS for the last four years too expressed: 

 

He is not able to cope with other friends and he even doesn’t want to share his things with others. In the 

beginning, we had many challenges and difficulties managing the child with Down syndrome. He is very poor in 

making friends and then he is very (raising voice) difficult. He doesn’t want to discuss any issues. (TD5, 

September 27, 2021) 

 

Therefore, from the discussions it could be conceived that the child with DS lacked social skills as predicted in literature 

and also that the child living with DS lived with many difficulties and challenges also.  

However, when interviewed, the sister of the child with DS, was nervous and uneasy as she possessed little knowledge about 

DS. All she could express was that, “DS is a lifelong disease….” (SD1, September 22, 2021). Likewise, the mother‟s lack of 

understanding on DS was assured when she expressed, “…I still don’t know exactly about this disability and its causes. I 

just heard once from the doctor that it is a disease of breathing issues with low vision….” (MD1, August 28, 2021). 

These statements from the mother and sister ascertained that they were not familiar with the medical terms used to describe 

the child‟s condition (Asim et al., 2015; Mehmet, 2018; Simionescu & Stanescu, 2020). A need is felt for the family to 

know the truth and a simple explanation of the diagnosis, the child‟s prognosis, and available services and intervention 

programs. 

Emotional Challenges Faced by Parents after the Child’s Birth 
This core category describes the initial emotional challenges and anxiety expressed by the family on the birth of a child with 

DS. The circumstances under which this knowledge is received were clearly recalled by the family members because this is 

a significant event maintained as a part of the ongoing family narrative. Life problems faced by the family starts from the 

baby's birth and continued throughout the baby‟s life causing many problems (Phillips et al., 2017; Peterson, 2018). 

However, some researchers believed that children with DS are not a stressor to the parents (Dabrowska & Pisula, 2010; 
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Stoneman, 2007).  Nevertheless, the data suggest that each family member who participated in the study have experienced a 

relatively wide range of problems in relation to the child (Corretger Rauet, 2008; Graaf, 2006; Van-der-Veek et al., 2009). 

The father and mother too commented, I was emotionally drained out.... (FD1, September 6, 2021). This statement strongly 

supports on how parents are affected emotionally because of child‟s disability. Similarly, the mother also stated, “Though I 

had no idea about Down syndrome, I knew it was something wrong, I was really depressed….” (MD1, August 28, 2021).  

The statements referred to the initial reaction of emotional distress experienced after discovering the child had DS. The data 

confirmed the findings of Rauet (2008) and Rahimi & Khazir (2019) that the young parents experienced a lot of anger, 

disappointment and often guilt. The FD8, September 6, 2021 has shared "it is with full guilt as we were could not deliver 

the child with full development, however I have the only option to take care of him". Such findings corroborate the existing 

literature that, parents of children with disabilities felt guilt. These kinds of negative feelings may continue for a long time 

and cause chronic mental problems for the family (Al-Yagon & Margalit, 2011; Pourmohamadreza-Tajrishi et al., 2005; 

Rahimi & Khazir, 2019). The mother who got married at the age of 19 stated, “I am still worried and feel sad (sobbing)….” 

(MD8, August 28, 2021). The father has been experiencing the same emotions as he shared, “Most of the time I am carried 

away by my child’s situation…at-least if he can socialize and communicate I won’t be worried…however it’s like carrying 

a heavy load when I think of it” (FD9, September 6, 2021). 

On the other hand, there are positive feelings including love and care about having a child with DS (Al-Yagon & Margalit, 

2011; Crnic et al., 2005; Hodapp et al., 2007). It is apparent from the findings that parents and the sister have learned how 

to care, take responsibility and show empathy towards the child with DS. This is expressed by the mother “I can really 

understand how he is going through and sometimes I wish I can be him….” (MD8, August 28, 2021).The sister too 

expressed that she felt sorry for her brother, she said “…I always feel sad to see him like this….” (SD4, September 22, 

2021). Besides, few positive feelings there are many challenges experienced by the family. Additionally, some researchers 

(Garner et al., 2018; Schuelka et al., 2018; Smith et al., 2014a) ensured the psychological health of the parents include 

hearing ironies from others, being judged inappropriately, feeling guilty and blaming oneself for having a child with DS, 

feeling helpless to continue taking care of the child, and the pathetic feelings caused by the surrounding people. A similar 

situation was observed in this study. The mother of the DS child often expressed how she felt ashamed of having a son 

living with DS. For instance she said, “Ummmm that time I feel low and I even hesitated to ask a doubt regarding the child. 

I... I…I...I...umm have not taken the child at other places because they don’t want to have…. sobbing…..presence of my 

child” (MD, August 28, 2021). The observation showed that both the parents were emotionally distressed with the 

stigmatisation from the community as cited in Schuelka, 2014 about the Bhutanese stigmatisation regarding the disabilities.  

Other difficulties that the parents went through were during the time when the child was diagnosed with DS. The family was 

going through a financial crises, the mother shared, “We both don’t have any incoming source and I have to be in the 

hospital for three months” (MD37, August 28, 2021). The father was “still a student” when the child was born.  

Another challenging experience faced by parents was in diagnosing their child. The researchers in Turkey and UK 

confirmed that there is high prevalence indicating DS as not at all diagnosed or being late in most of the small countries 

because of lack of knowledge (Asim et al., 2015; Mehmet, 2018; Smith et al., 2014).  

However, many researchers highlighted that false negative result and delays in the result of DS cases are possible due to the 

uncertainties from testing tools, health officials and even the experience of health workers as factors contributing to the 
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delays (Asim et al., 2015; Mehmet, 2018; Simionescu & Stanescu, 2020). This study also proves that the parents have 

experienced false negative result of their child which caused delay in diagnosing the child‟s disability. This could be 

because the parents have not availed the medical services when the child was delivered. Though the mother had given birth 

at home without any complications, the child was not well after few days. The mother thought that delivering the child in the 

hospital would put her husband in trouble as he was a school boy that time. She said, 

I was worried that he may get expel from school, so I have given birth at home. However, after few days I had to 

take the child to hospital as he was not feeling well. So after taking the child to hospital, he was hospitalized and 

doctors told me that the child is suffering from pneumonia” (MD3, August 28, 2021). 

Similarly, the father also mentioned that: 

My son was born at home and after few days he was admitted in hospital as he was not well. That time he was just 

three days old. …he was given pneumonia treatment though the child is not suffering from pneumonia at 

all….however after three months (taken deep breath) he was diagnosed as a child living with Down syndrome. 

(FD3, September 6, 2021). 

Thus from the discussions above it was confirmed that parents of children with DS report increased stress, depression, care 

giving demands that contributed to so many difficulties and challenges for the family. 

 

Emotional Challenges Faced by the Sister 
Siblings of children with DS are considered to be one of the most enduring relationships within the families (Cuskelly et al., 

2009; Fisman et al., 2000; Skotko et al., 2012). Conversely, it is evident from the data that the sister of the child with DS is 

expected to negatively correlate with all perceived behavior and unpredictable emotions of the child. The sister 

I feel sad. I feel insecure because I cannot predict his mood. If he is not happy, he is always ready to hit us. 

Sometimes I fear a lot. (SD 2, September 22, 2021) 

The sister felt her relation with her brother was worsened by his constant frustration and mood. Similarly, the parents, 

sibling and the teacher proved that the child had severe intellectual disability which is commonly stated by many sources 

(CDC, 2021; NDSS, 2021; WHO, 2018). Being a sister of a child with DS could be a daunting task, and at times the 

challenges might seem overwhelming, especially when the sister was a child or adolescent. It was speculated that some 

circumstances were perceived as more challenging than others. The sister often described her exhausting thoughts, feelings 

and experiences when faced with difficult behaviors, qualities, and needs (Cuskelly & Gunn, 2003; Fisman et al., 2000). It 

was informative to observe the emotional and practical challenges that varied between the siblings (sister and her youngest 

brother) (Hodapp & Urbano, 2007; Orsmond & Seltzer, 2007). Specifically, the sister disclosed a time that she was 

embarrassed (Skotko et al., 2012) because of her elder brother‟s disability: Further, the sister mentioned a reoccurring social 

predicament (Cuskelly & Gunn, 2006; Kaminsky & Dewey, 2002; Orsmond & Seltzer, 2007; Rodrigue et al., 1993) that 

was quite embarrassing for her. In an emotional tone, she expressed: 

ummm whenever I introduce him to someone, he feels really awkward or embarrassed so he often smacks me on 

the bum or says something that’s embarrassing because he doesn’t know how to react so it makes me mad when 

he does that because it’s awkward. (SD 9, September 22, 2021). 
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A child living with DS has difficulties in developing expressive language, articulation, and linguistic grammar, and 

additional developmental and health difficulties became the main cause of stress for the family (Fishman et al, 2003; Lovell 

& Wetherel, 2016). Another common challenge according to the sister was finding time for herself, away from her brother. 

Although, she emphasized enjoying spending time with her brother, she also expressed the need for opportunities to do 

things without her brother and have a place of her own at home. Furthermore, the researcher observed that when she was 

enjoying her personal hobbies and activities there is still persistent communication from her brother, resulting in annoyance 

and frustration. The study also revealed that the “child with DS” frequently changed his mood due to many difficulties. The 

sister commented “He is a moody brother and he is very danger, he will come with knife to hit us….” (SD 4, September 22, 

2021). She broke down when sharing about the responsibilities she took at home. 

  

…I ensure to feed him on time, take to school on time and bring back home on time. When at home, I have to take 

care of two brothers. I have to arrange things for them, wash plates for them, and cook curry for them because my 

mother is always busy. (SD 3, September 22, 2021) 

 

The other concern of the sister was the adjustment difficulties that she has to go through at home and at school. “My brother 

is having improper way to deal with his friends as he used spit on them. He will also use foul words to gain the attention of 

others but he was not given attention….” (SD 8, September 22, 2021). The sister confirmed that she was the only friend he 

had. “…so other than me there is no other friends for him and I feel sympathy when he is seen alone” (SD 8, September 22, 

2021). She further added, ““….When he don’t get friends because of his behaviors, being a sister I have to accompany him 

and lose my time to study.” (SD 3, September 22, 2021). Which confirms what Cuskelly and Gunn (2003) had to say about 

siblings of children with DS were reported to have more empathy and kindness toward their brothers and sisters and less 

conflict and more warmth in their relationship. Generally they experience less stress emotionally (Fisman et al., 2000). 

However reflecting back on the “losing my time to study”, it underpinned how the sister‟s study time was being affected at 

the very young age. Therefore unlike Fisman et al.‟s (2000) comment, the sister experienced more stress, affecting her 

developmental stage (Cuskelly et al., 2008; Lovell & Wetherell, 2016; Skotko et al., 2012). However, the parents feel that it 

is the duty of his sister to cater to the needs of her brother and always support him. Schuelka et al., (2018, p.825) stated that, 

“in Bhutan parents tend to severely pamper their children with disabilities and not allow them any autonomy to develop 

living skills”. This was true in this case as the sister was seen doing everything for the brother at home. The child was overly 

dependent (Garner et al., 2018; Jigyel et al., 2019) on his parents and sister. The teacher at the school felt that the parents 

should explore the child‟s development strategies to do daily living activities at home. School alone cannot develop the 

skills of the child. She commented “If parents are supportive and optimistic, home is the first place to learn and experience, 

groom it, no matter what” (TD4, September 27, 2021). Although what the teacher felt was right, the parents need to be 

aware of the different strategies to manage the child which as we saw earlier, they were not aware of the strategies and 

interventions when dealing with the child. 

Lack of Adequate Awareness in the Society 
Through the personal communication and the researcher‟s observations, it was found that neighbours and strangers on the 

road called the child names and sometimes bullied him as was observed in some other studies in Bhutan (MoE, 2017a; 
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Schuelka, 2015). Paradoxically, although the family reported about the care and support provided by the school for their 

child, the family shared problems in name calling „used both as a term of endearment and as a negative name to call a 

person with disability‟, which pre-exists as socio-cultural constructions of disability (Jigyel et al., 2020).  

Being a family with child with DS gave rise to other barriers in the community. The family sometimes experienced rejection 

or inappropriate interactions from other community members which were similar to the feelings of stigma and social 

isolation felt by the parents who participated in some other studies (Barati et al., 2012; Barisnikov & Lejeune, 2018; Rahimi 

& Khazir, 2019). An example shared by the mother was,  

 

I used to accompany my child though I am busy but now I stopped doing that…….I really don’t want to hear 

people putting down my son. I want to avoid this situation. It’s like if you haven’t seen, your eyes will be at peace, 

if you haven’t heard, and your ears will be at peace (Bhutanese proverbs) (MD22, August 28, 2021).  

Parents of children living with disability were more supportive and understanding. They used to help my wife in 

taking care of the child even if his mother is not there but other parents are not that understanding (FD22, 

September 6, 2021).  

 

The mother‟s reasons for not accompanying the child to school are to avoid conversations happening among parents whose 

children were not DS.  

The lack of awareness in the community where children with disability lives will create disharmonies and uncomfortable 

relation as per the researchers (Barati et al., 2012; Barisnikov & Lejeune, 2018; Rahimi & Khazir, 2019). Thus, leading to 

segregation and neglecting of the children with disabilities and their family. Currently, parents in the community were not 

aware of inclusive languages, disabilities policies and their rights. “We have heard of policies and inclusive but we don’t 

know what it is exactly” (Sheytho with a group, September 25, 2021). 

Therefore as indicated in MoE (2017b) it is timely for the Program Standards of SEN to emphasize on eliminating 

discrimination and bullying of children with DS in schools. It is also crucial to have policies available for all the families. 

 

Conclusion 

In case of result and discussion, the researcher found more challenges and less positive experience of the family. The 

participants acknowledged challenges which were discussed in detail, however, there were also pervading optimism 

amongst the participants. This offered advice to other caregivers, expressing the need for raising awareness by exposing the 

child to the public, accepting them for who they are and never underestimating the child‟s potential. This case study also 

provides the recommendations based on the difficulties and challenges experienced by the family of a child with DS. While, 

the strength of the family was discovered through the challenges. Besides all the recommendations, the need of love and the 

appreciation for the family is felt in their life. The emphasized recommendations were based on the experienced shared by 

the participants and researcher‟s observation. 

 
Recommendations 
Ministry of Education (2017a) revealed that there is still extremely limited knowledge and awareness about the disability 

among the community, especially in the rural areas. Under the education domain in the GNH education policy, “quality of 

education” is listed as one of the important aspects (Sakurai, 2017). However, this study divulges about parent‟s difficulties 

in admitting their child to schools that are not inclusive and having to change places due to not finding an inclusive school in 
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their locations. Therefore, the advocacy plan on DS is needed in place immediately to ameliorate the misinformation. The 

need of more inclusive schools can be of more advantage to the children with disabilities because it can make the family 

more convenient when admitting them in the school. Advocacy/awareness of inclusiveness is identified as one of the crucial 

needs in Bhutan. Parents identified that schools could support their children in instances of name calling, teasing and 

bullying and also by increasing awareness of their child‟s disability within the school community and near the community 

where the child lives. The study also suggests the need of advocacy on the child‟s right and inclusive polices as many are 

not aware of it. Such advocacy should be disseminated through local dialet dialect known by the parents and community so 

that they can understand clearly. With the increasing number of teachers from inclusive background, the awareness on the 

inclusive languages, early interventions and strategies should take place in the community, especially for the parents of a 

child with DS. If intervention could lower parental stress in family of a child with DS, than family might possibly start using 

positive parenting techniques more and negative parenting techniques less. In turn, a child with DS would presumably show 

long-term improvements in behavioral, social, and/or academic domains (Crnic et al., 2013; Hodapp et al., 2003). The 

researcher feels another approach is for parenting interventions to address parenting skills in the context of stress. 

In addition, forming a parent‟s tshogpa (parents group) of children with disabilities is needed in every Dzongkhag (state) to 

benefit the stressed and exhausted families of all the children with disabilities. Such programs will help the anxious parents, 

especially those who are illiterate. The participants also recommended that mothers should understand that they are not 

alone. The other recommendation from this study was to follow the medical practices without delaying. Sometimes, the 

cultural beliefs cause challenges in conceptualising the needs and concerns of person with disability, the GNH-based 

policies and strategies need to be largely recognised and promote the awareness for the family to avail the medical services 

on time to intervene the child appropriately (Schuelka, 2012). Counseling is another need for the family of a child with DS, 

with additional imperatives for advocacy of counsellors for the family who are illiterate. The mother of the child with DS 

emphasised the need of counselling support from the school for both the siblings and the parents. The family accentuated 

their own needs, such as experiencing psychological stress while managing a child. There is the need for intervention of 

professional school counsellors as their role are increasingly important. The standard of inclusive Education too focused on 

eliminating discrimination and bullying among children in the schools and the need of counselling support for those who are 

affected (MoE, 2017b), otherwise the very purpose of inclusive education will be defeated (Jigyel et al., 2019; Sakurai, 

2017; Sherub, 2015).  

The participants recommended that the family/guardians mothers should have awareness about the diagnosis and know that 

the most impactful meaning of the diagnosis is that their child will have a developmental delay, and that they should be 

encouraged to have hope for their child as they go through their developmental stages.  

Finally, the study confirmed that family‟s unawareness, personal challenges, and negative psychological wellbeing were the 

causes for the family‟s limited participation in the school. 

 
Future Research 
Additional studies might explore challenges faced by parents of other disabilities by involving multiple parents to validate 

the findings of this study. Another question raised is the parenting style of children with disabilities. While, the parents were 

felt in need of effective parenting style awareness because the way they manage the child was observed as inappropriate 

strategy. Also, this study could further split into rural and urban areas, as each participant will have different experiences 

and challenges. Some parents may be aware of more the strategies, policies, interventions, and the rights of children with 

disabilities. 
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