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ABSTRACT 

The purpose of this study was to explore the meanings of the relationship of school-age 

siblings of brothers or sisters with Down syndrome in order to gain a greater understanding of 

the lived experience from the view point of the school-age sibling.  Sibling spend more time 

together than any other family subsystem and siblings actively shape one another’s lives and 

prepare each other for future experiences.  With children with Down syndrome living into their 

60’s, the question regarding the sibling relationship is becoming an important focus due to the 

possible demands on the sibling to care for the individual with Down syndrome.  Therefore, it is 

important to understand the sibling relationship at an early stage of their lives and what the lived 

experience is for the sibling. 

The framework for this study was developed from the author’s worldview of reciprocal 

interaction and epistemology of constructionism.  The influences of the environment and other 

individuals on the sibling supported the use of the theoretical framework of Bronfenbrenner’s 

Bioecological System Theory.  The notion that children are continually evolving holistic 

individuals who are developing through task achievements and, with the influences of family 

members, supported the use of Erikson’s psychosocial developmental theory. These two theories 

were combined to frame this study.   

Interpretive phenomenology was used as the method of research in this study.  The 

sample consisted of seven school-age siblings, between the ages of eight to eleven years of age, 

of children with Down syndrome.  Data analysis involved the use of the hermeneutic circle.  

From the analysis emerged seven themes: always together, tolerance, intense love, responsibility 

for my brother or sister, things will change when child with Down syndrome gets better, no 



12 

 

difference from other families, and impact on other relationships.   Two themes provided new 

information about the meaning of the lived experience of being a sibling, always together and 

things will change when child with Down syndrome gets better. 

The knowledge gained from this study will allow us to begin to hear sibling’s voices so 

that we can see what we need to do in the future to help with support and future research. 
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CHAPTER ONE: INTRODUCTION 

Down syndrome is a chromosomal disorder that is present at birth which is due to the 

presence of an extra chromosome 21 or translocation of the chromosome 21 (Bull, 2011).  Down 

syndrome is the most common birth defect in the United States with an adjusted prevalence of 1 

in 737 live births (Parker et al, 2010).  The life expectancy of an individual with Down syndrome 

has advanced to an estimated 60 years (Bittles & Glasson, 2004).  Siblings are the individuals 

who know one another from the beginning to the end of life.  As children with Down syndrome 

begin to live longer lives, the impact on their siblings will reach beyond childhood to adulthood.  

Early relationships help to develop later relationships which may be important since many 

individuals with Down syndrome may need to rely more on their sibling later in life. 

This chapter will include background information on siblings and Down syndrome, 

statement of the problem including significance of this research inquiry in health care today.  The 

chapter will conclude with a discussion of the author’s philosophical perspective and the 

theoretical framework for this study.   

Siblings 

In the American Heritage dictionary, a sibling is defined as “one of two or more 

individuals having one or both parents in common” (2016).  But there is more to the meaning of 

siblings than a biological relationship.  As early as 1967, Perlman suggested a dual meaning that 

not only included the above definition but also a relationship which includes a degree of 

intimacy.  Sanders (2004) also questioned the standard definition of siblings because the 

traditional definition excludes quite a few relationships that might justifiably be regarded as 

siblings.  Large extended families, frequently found in the Southwest, often include numerous 
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children not directly biologically related to each other.  In addition to biologically related 

siblings there are those who become siblings through socio-legal arrangements, such as fostering 

and adoption.  The majority of research on siblings does not clearly define the term siblings.  

Those that did define siblings often were specifically investigating biological qualities that the 

siblings shared in order to tease out other variables.  Most of the research dealing with 

relationship issues does not clearly identify how siblings are defined other than through asking 

the family if there are siblings.   

In a society in which relationships are often short-lived and transient, a sibling 

relationship is unique because it usually spans six or more decades.  More than 78% of children 

in the United States are siblings and it is widely accepted that children contribute enormously to 

family life (Kreider & Ellis, 2011).  Many authors have highlighted the importance of the sibling 

relationship by asserting that siblings spend much more time together than any other family 

subsystem and that siblings actively shape one another’s lives and prepare each other for future 

experiences with peers and adulthood (Bank & Kahn, 1982; Furman, Jones, Buhrmester, & 

Adler, 1989; Lobato, 1990; Watson-Gegeo & Gegeo, 1989).  The quality of the sibling 

relationship can affect the child’s feelings of competence and attractiveness and may contribute 

to the overall adjustment of a child in later years (Dunn, Slomkowski, Beardsall & Rende, 1992, 

1994).  Sibling interactions may produce powerful positive or negative feelings that contribute to 

shaping behaviors, thinking patterns, and emotions for life (Brody, 1998). 

For this study an important factor in the sibling relationship is that there is an existing 

relationship between the individuals; therefore, living in proximity is an important aspect to the 
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definition.  The definition of siblings for this study was two or more children residing in the 

same household in which each child views the other as their brother or sister. 

Down Syndrome 

In 1866, Dr. John Landgon Down first described the condition that is now referred to as 

Down syndrome (Prows, Hopkin, Barnoy, & Van Riper, 2013).  Down syndrome is a 

chromosomal disorder, present at birth, which is due to the presence of an extra chromosome 21 

or translocation of chromosome 21 (Bull, 2011).  Children with Down syndrome present with a 

number of distinct physical characteristics including flat facial features with a small nose, 

upward slanted eyes, small abnormally shaped ears, decreased muscle tone with hyperflexibility 

of the joints, incurved fifth finger, and large spacing between the first and second toe (Oehrtman 

& Lessick, 2014).  Along with these physical characteristics, individuals with Down syndrome 

have varying degrees of cognitive impairments, ranging from mild (IQ of 50-70) to moderate (IQ 

35-50) (Prows, Hopkin, Barnoy, & Van Riper, 2013).  There are also many health issues for 

individuals with Down syndrome with the most common being hearing loss (75%), vision 

problems (60%), and congenital heart defects (50%) (Bull, 2011).     

In 1929, the life expectancy of children with Down syndrome was approximately nine 

years due in part to institutionalization of these children and limited health care (Bittles & 

Glasson, 2004).  During these early years, researchers viewed the impact of the sibling as being 

limited due to children with Down syndrome not being in the home.  As time advanced, children 

with Down syndrome were moved from institutions to homes and the life expectancy of these 

children increased to about eighteen years.  The limited life expectancy was attributed to the 

complex nature of the health of children with Down syndrome.  Over the next two decades, 
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studies that included children with Down syndrome were combined with other chronic 

conditions,  and primarily investigated the effect of stress and coping that the child with a 

chronic condition had on the typically developing sibling and not at the relationship between the 

two (Murray, 1999; Walker, 1988; Williams, 1999).  Today due to the enhancement of health 

care, the life expectancy of the child with Down syndrome is approximately 60 years (Centers 

for Disease Control and Prevention (CDC), 2014; Glasson, Dye, & Bittles, 2014).  That being the 

case, questions regarding the sibling relationship is becoming an important focus since the 

longevity of the relationship and the possible demands on the typically developed individual to 

care for the individual with Down syndrome. 

Statement of the Problem 

The sibling relationship is one of the earliest and longest relationships that an individual 

experiences.  Sibling relationships can be characterized by a wide variety of emotions from 

affection and warmth to hostility and anger.  Although there are numerous sibling studies in the 

area of chronic illness (Branstetter, Domian, Williams, Graff, & Piamjariyakul, 2008; Fleary & 

Heffer, 2013; Giallo & Gavidia-Payne, 2008; Guite, Lobato, Kao, Plante, 2004; Kao, Plante, & 

Lobato, 2009), there are limited studies which have focused exclusively on the experience of 

children with a brother or sister with Down syndrome.  The relationship of the sibling with a 

brother or sister with Down syndrome is one that will change over the course of their lifetimes to 

involve altering roles for each member (Begun, 1989; Davis & Salkin, 2005; Rimmerman & 

Raif, 2001).  However the early relationship of the siblings will define later relationships when 

they become adults (Dew, Llewellyn, & Balandin, 2004; Seltzer, Greenberg, Krauss, Gordon, & 
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Judge, 1997).  Understanding this relationship early in childhood will help to develop and assist 

the siblings later in life when the relationship may need to take a different direction as caretaker.      

The purpose of this qualitative, phenomenological study was to explore the meanings of 

the relationship of school-age siblings of brothers or sisters with Down syndrome in order to gain 

a greater understanding of the lived experience from the view point of the school-age sibling.  

The research question is “What is the meaning of the lived experience of being a school-age 

sibling of a child with Down syndrome?”  

Significance of the Study 

According to the U.S. Census, the term children is defined as “…individuals under 18 

years old” (Kreider & Ellis, 2011).  For 2015, the U.S. Census Bureau estimated that in the 

United States 73.6 million individuals were under the age of 18 years (Kids Count, August 

2016).  Statistics regarding number of siblings has not been reported since 2009 and the report 

estimated 78% of children had at least one sibling (Kreider & Ellis, 2011).  According to the 

Center for Disease Control and Prevention (CDC, 2014), approximately 6,000 infants are born 

with Down syndrome, which is about 1 in every 700 babies born.  Between 1979 and 2003, the 

number of babies born with Down syndrome increased by 30%.  However, over the last decade, 

the prevalence of Down syndrome has not changed.  According to Glasson, Dye, and Bittles 

(2014) the stability in the prevalence of Down syndrome is “the positive association between 

Down syndrome conceptions and advanced maternal age, coupled with the continuing trend of 

women delaying child-bearing to later ages” (p 193).  There are no statistics on how many 

siblings have a brother or sister with Down syndrome.     
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Health care professionals have described the intense, long-term, and complex nature of 

sibling relationships and the importance of fostering their positive growth (Bank & Kahn, 1982; 

Seligman, 1983; Simeonsson & McHale, 1981).  Therefore, when a child has a chronic 

condition, it is important to understand the effect that the experience has on other children within 

the family.  The effects on the other members of the family including siblings can present in 

negative ways such as stress, fear of what might happen to the child with a chronic condition or 

disability, and frustration due to lack of knowledge or control of the situation.  However, the 

family could benefit from the child with a chronic condition or disability due to greater love or 

closeness of the family member or resiliency.     

Worldview and Philosophical Perspective 

According to the Oxford English Dictionary (2016), worldview is “a particular 

philosophy of life or conception of the world.”  My worldview is framed from Fawcett’s 

reciprocal interaction worldview.  Fawcett (1993) describes reciprocal interaction worldview as 

having several characteristics.  I will discuss three of the characteristics that correlate closely 

with my view of the world.  One of the characteristics is “human beings are holistic” (p. 58).  In 

my view individuals are complex and are comprised of not only physical, social, psychological, 

and spiritual aspects but also developmental aspects.  I believe that humans are ever changing 

and developing in a linear path regardless of the amount of time that one takes to move forward.  

Another characteristic of the reciprocal interaction worldview is that “interactions between 

human beings and their environments are reciprocal” (p.58).  In this characteristic there is an 

active interchange between the environment and the person.  Therefore, the environment 

influences the person and, in turn, the person influences the environment.  Therefore, the 
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influence of the environment and others in the environment influences the developing individual.  

Finally, a third characteristic that relates to my worldview is that “parts are viewed only in the 

context of the whole” (p.58).  In this characteristic individuals are viewed not from a single part 

to understand the person but as a whole.  I believe that not only can you view the person as a 

whole but also in context to the whole family.  Therefore, to understand the child you need to 

understand the relationships that comprise the child’s world.   

The epistemology or nature of knowledge and truth that I most closely relate to is 

constructionism.  Constructionism is defined as  

“the view that all knowledge, and therefore all meaningful reality as such, is contingent 

upon human practices being constructed in and out of interaction between human beings 

and their world, and developed and transmitted within an essentially social context” 

(Crotty, 1998, p.42) 

Constructionism emphasizes that individuals understand their world through an active process.  

Constructionism contains several tenets that I view as essential elements of this epistemology.  

The first tenet is “meaning is not discovered but constructed” (p. 42).  My view is that individual 

decisions, meanings, and actions are influenced by interactions with other individuals.  The first 

and most significant individuals are those in one’s family.  Therefore, I believe that values, 

beliefs and life patterns are constructed from the interaction with one’s family.  To take this a 

step further, families are also influenced by their environment and their culture.  The second 

tenet in constructionism is "meanings are constructed by human beings as they engage with the 

world they are interpreting" (Crotty, 1998, p. 43).  For me, knowledge is obtained through 
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engagement with others in particularly the family.  Knowledge can also be obtained through 

interaction with the environment and other individuals.    

Theoretical Framework 

With the issue of children with Down syndrome living longer lives and the potential for 

needing assistance later in life from their siblings (Cuskelly, 2016), it is important to understand 

the relationship that is developed early in life.  The theoretical framework for this study is a 

fusion of two theories, Psychosocial Developmental Theory by Erikson (1968) and Bioecological 

System Theory by Bronfenbrenner (2005).  One theory did not seem sufficient to frame the work 

in this study.  This study of school-age siblings needed a theoretical framework that helped to 

define the psychosocial development of the school-age sibling that would explain challenges and 

issues of this particular age range. As a result, Erikson’s psychosocial developmental theory was  

chosen  to help understand these challenges.  At the same time, the study was focused on the 

relationship within the sibling dyad, as well as, other influences that might have an impact on the 

sibling relationship.  Bronfenbrenner’s Bioecological System Theory was  used to illustrate the 

impact of influences on the relationship and the development of the child.  Therefore, these two 

existing theories were fused to provide an understanding of the sibling’s developmental and 

environmental influences within the context of the sibling dyad relationship (See Figure 1).   

Bioecological System Theory 

Many of the family systems frameworks direct the attention of relationships to the central 

system of the family which is essential in understanding the role of sibling relationships.  

Bronfenbrenner (2005) Bioecological System Theory consists of four nested subsystems: 

microsystem, mesosystem, exosystem, and macrosystem.  The last subsystem is referred to as the 
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chronosystem referring to the paradigm of time.  Each subsystem interacts with one another to 

define the individual and the interrelationships that occur.  The innermost level is the 

microsystem which denotes the immediate surroundings of the individual, relationship of 

individuals, and their immediate environment.   This system is the beginning framework for a 

child with the initial exposure at birth being the interrelationship between the newborn and the 

mother.  However, as the child ages, the microsystems increase with interpersonal relationships 

with other members of the family including siblings.   In the microsystem, the sibling dyad is an 

important relationship which influences each member of the dyad throughout the lifespan of the 

members, which may expand to greater than 60 years.  As the child continues to age and 

ventures beyond the immediate family additional microsystems will develop for the child and, 

depending on the developmental milestones, the influences from one microsystem may shift to 

another microsystem.  Within the microsystem family practices and dynamics will shape the 

child’s interactions with other microsystems.  The next subsystem is the mesosystem, which 

consists of a network of microsystems (Bronfenbrenner, 2005).  An example for the young child 

would be the connection between the child’s home life and school life.  Peer groups can also be 

another influence for the child and, as the child becomes older, conflicts and changes in 

influences may occur from one microsystem to another. 

The next three subsystems do not involve the individual having a direct relationship or 

interactions with in the systems but the effects are indirect.  The third level is the exosystem, 

such as the neighborhood.  In this system the individual does not directly interact with 

individuals in the system but instead the context and decisions made at this level will affect the 

individual.  An example is the neighborhood could make a change to create a playground for 
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children.  In this the child is not involved but the decision to create a playground will have an 

effect on the child’s development.  The next subsystem is the macrosystem, which is society, and 

contains core principles and values for the society and culture.  These may include religious 

beliefs, educational values, general behavioral expectations, and expected social roles.  The final 

stage is chronosystem which defines the transition of the individual from one critical period to 

another.   

In the context of relationships, the microsystem refers to the everyday life of the child 

and the influences the sibling dyad has on supporting relationship development.  The 

mesosystem is the reference to interrelating microsystems, sibling interactions might take on 

different meanings based on the relationships between multiple microsystems such as home life 

and peers.  The exosystem, which does not directly involve the siblings, may be impacted by 

other relationships such as the parent’s workplace resulting in the child taking on greater care 

giving roles.  Finally, the last subsystem is the macrosystem which is the broader society and its 

values regarding children with Down syndrome and includes the impact that this may play on the 

siblings’ relationships.   

Limited studies have used this framework to support research in sibling relationships; 

however, the Bioecological System Theory supports the influences that siblings have on one 

another and the impact that other influences have on the relationship of children especially when 

the added dimension of time and the child’s development is included in this process (Kim, 

McHale, Osgood, & Crouter, 2006; Yu & Gamble, 2008).  Bronfenbrenner Bioecological 

System Theory was used as one of the theoretical framework for this study because of the 

concept that children develop and definition of their relationships is based on their ever changing 
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environment.  The sibling is nested in the center of the theory with immediate contact with their 

family including their sibling as a member of the family.  The influences of the family, peers, 

school, and other adults with which the sibling comes in contact influences the child’s 

development and relationship with others including their brother or sister with Down syndrome.  

The one individual who can provide meaning of this relationship is the sibling. 

Psychosocial Developmental Theory 

The second theoretical framework to provide context for this study is Erikson’s 

psychosocial developmental theory (Erikson, 1968), specifically the fourth stage, industry versus 

inferiority.  This developmental theory explains the process of personal growth for individuals 

across the lifespan.  At each stage the individual has tasks, which are the developmental 

milestones, which need to be completed prior to moving to the next stage.  This is referred to as 

ego quality.  If these milestones are not met the individual develops a sense of inadequacy, which 

is referred to as crisis.  If crisis from one stage continues to the next stage problems may occur 

and the individual may find it even more difficult to master the next developmental stage.   

The fourth stage of Erikson’s psychosocial developmental theory is industry versus 

inferiority.  During this stage, children are between the ages of six to twelve years of age.   

During this age, children are moving from the home environment to school environments thus 

experiencing greater contacts with other children.  The task at hand for children at this age is 

attempting to master cognitive and social skills.  Children are eager to apply themselves to learn 

useful skills and to widen their number of relationships with other children.  According to 

Erikson, the greatest danger of this stage is the feelings of inadequacy and inferiority.  This can 

come from not being accepted by peers to failing in the school environment.  Influences by 
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society or culture may result in the child having difficulty mastering industry.  An example might 

be society’s views on children with Down syndrome which might make it difficult for siblings to 

feel confident and instead they are left feeling inferior to others.    

This study will focus on siblings, of children with Down syndrome, in this fourth stage of 

development.  Even though this stage has been identified as having less conflicts and drives 

which are assisted with producing crisis in earlier stages, this stage is where the greatest ego 

development occurs (Crain, 2000).  Children at this point in time are developing relationships 

outside of the home and skills which will assist them later in life.  One relationship which may 

come into conflict at this time is the sibling relationship when there is a disruption from other 

relationships or conflicts in views from others regarding the child with Down syndrome.  

Erikson’s psychosocial development theory was used in this study due to the understanding that 

school-age children are shifting from one influencing environment to another, from the home to 

the school, where they come in contact with more children other than their siblings.  During this 

same stage the child’s ability to understand what is happening and the influences are also 

changing as they are able to think about the present and past enhancing their abilities to tell their 

stories.    

The fusion of the two theoretical frameworks was illustrated in the model developed for 

this study (see Figure 1).  In the model, the sibling (illustrated as the stick figure in the center) is 

nested in the Microsystem of Bronfenbrenner’s Bioecological System Theory.  Included in the 

microsystem are circles illustrating the three most common influencing subsystems for the 

school-age sibling: family, school, and neighborhood.  Each of these influencing systems 

includes individuals that the child has frequent interactions with in their lives at this point in their 
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development.  For this study the most important circle with the sibling is the family, which 

includes the child with Down syndrome.  While the other nested systems, (mesosystem, 

exosystem, macrosystem, and chronosystem) may have influences on the child, these systems 

were not explored in this study.  Erikson’s psychosocial developmental theory was illustrated 

with the sibling stick figure in the center of the nested circle.  In Erikson’s theory, school-age 

children are in the stage of Industry versus Inferiority.  During this stage, children continue to be 

involved with their families but also begin interacting with other groups at both school and in the 

neighborhood.  During the stage of Industry versus Inferiority, children are developing new 

relationships outside of the home and learning new skills, which are represented in the drawing 

with each arm. 

 

Figure 1. Fusion of Two Theories 
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Summary 

The purpose of this study was to explore the shared meanings of the relationship of 

school-age siblings of brothers or sisters with Down syndrome.  For this study, the definition of 

siblings is two or more children residing in the same household in which each child views the 

other child as effectively their brother or sister.  Down syndrome is a chromosomal disorder that 

is present at birth with numerous distinct physical characteristics, mild to moderate cognitive 

impairment, and a variety of different health issues both at birth and later in life.  The theoretical 

framework for this study regarding relationships in siblings was a fusion of Bronfenbrenner’s 

Bioecological System Theory and Erikson’s psychosocial developmental theory.  The next 

chapter will focus on the review of literature regarding sibling studies and in particular 

contemporary studies of siblings with a brother or sister with Down syndrome. 

 

 

  



27 

 

CHAPTER TWO: REVIEW OF LITERATURE 

The purpose of this chapter is to present a review of literature relevant to early research 

of siblings of children with chronic illness; more recent research about siblings, including 

siblings of children with Down syndrome.  In addition, a current state of the science regarding 

relationships of siblings with one child having Down syndrome will be presented as well. 

Early Research about Siblings of Children with Chronic Illness 

According to Kluger (2011) siblings are “…our collaborators and co-conspirators, our 

role models, and our cautionary tales” (p. 7).  Early researchers in family studies did not see 

siblings as a valuable research topic because the view was that these relationships had no power 

to shape what an individual would become compared to adults such as parents and teachers.  On 

top of this were the large number of variables that confused the issue of relationships between 

siblings such as age differences, gender differences, number of siblings, culture, and economics 

of the family.  These variables were viewed as isolating the value of the sibling relationship 

making it difficult to discover the true meaning of the sibling relationship.  However, at the same 

time several authors in sibling research did agree that there was something unique in the sibling 

bond (Bank & Kahn, 1982; Coddington, 1972).   

In one of the earliest studies on the effect of ill children on their siblings, Cobb (1956) 

studied the responses of children following the death of a brother or sister.  This retrospective 

study investigated the psychological impact of cancer and death on the family.  The result of the 

interviews conducted with parents reported loneliness, sadness, and loss of availability of parents 

to siblings.  As a result of the study, the researcher recommended that further studies were 

needed to address the psychological impact on the family with a child with a chronic illness.   
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Since the late 50’s there have been numerous studies with siblings of children with 

chronic illness.  There have also been several literature reviews of these studies on the impact of 

chronic illness on the sibling.  The first review of the literature was completed by McKeever 

(1983).  In this early review most of the research emphasized the negative impact of the illness or 

handicap.  While negative incidence of academic problems and self image were found in studies, 

the review did point out contradictions in results of behavioral problems in siblings.  McKeever 

also noted that there was “no overriding theory related to the sibling relationship in chronic 

illness” (p. 215).   

In 1997, Williams reviewed forty studies published between 1970 and 1995 on siblings of 

children with chronic illness.  In her review she found that approximately 60% of the studies 

reported an increase risk of a negative consequence to the siblings and 10% of the studies 

showed both negative and positive consequences to siblings of children with a chronic illness.  

The negative consequences reported in the various studies were numerous but could be 

categorized into three groups; behavioral issues, emotional issues, and social issues.  The 

behavior issues cited in the studies included changes in academic performances, problems with 

peer relations, delinquency in school attendance, problems with eating, and somatic complaints.  

The emotional issues in this study included depression, anxieties, easily irritable, jealousy, lower 

self-esteem, and mood changes.  And finally the social issues identified were isolation, 

withdrawal, less social confidence, and feelings of parent rejection. 

In 1999, Cuskelly summarized that research in the area of siblings of children with 

chronic illness is both confusing and contradictory.  In this review of studies completed during 

the 70’s and 80’s the overall emphasis of the review was to discover the negative impact of the 
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illness on the siblings.  However, some of the studies pointed out some positive impacts on 

siblings.  Cuskelly’s recommendation was that future studies shift the emphasis from studying 

the negative impact to studying benefits of siblings of children with chronic illness.  Also 

Cuskelly noted that one of the methodological issues in earlier studies was the use of other 

informants to report the impact on siblings such as one or both parents.   

In 2003, Van Riper also completed a review of literature on studies of siblings of children 

with chronic illness.  The difference in this review was that the author compared studies 

completed by nurses prior to 1992 to studies completed by nurses after 1992.  Van Riper found 

that there were several distinct differences in methodology.  Prior to 1992 the most prevalent 

methodology was semi-structured interviews versus more recent studies use self-report 

questionnaires.  Also in earlier studies the research subjects tended to be parents whereas the 

more recent studies not only include the parent but also the sibling.  The final conclusion was 

that there appeared to be not one single factor that contributes to the impact but a multitude of 

variables.  This conclusion was also found in a meta-analysis completed by Sharpe and Rossiter 

(2002).  However, unlike many of the other reviews with conflicting results of negative and 

positive consequences, the meta-analysis found “a statistically significant and negative overall 

effect for having a sibling with a chronic illness” (p. 705). 

Over the past 60 years numerous studies have been completed on siblings of children 

with chronic illness.  During this time authors have attempted to analyze the results in literature 

reviews so that a better understanding of the experience can be understood.  The most prevalent 

themes in the review of literatures is the confusion of the results, lack of theoretical foundations, 

and the prevalence of using others to inform what siblings feel and believe.   
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Contemporary Studies of Siblings of Children with Chronic Conditions 

In the past 10 years, much of the research in siblings of children with Down syndrome 

has been included in studies of combinations of other populations of children.  Many of the 

sibling studies have researched children with developmental delays which have included children 

with Down syndrome (Kao, Plante, & Lobato, 2009; Smith, Romski, & Sevcik, 2013; Williams 

et al, 2010).  Some of the studies examined siblings of children with intellectual disability 

including Down syndrome (Begum & Blacher, 2011; Findler & Vardi, 2009; Granat, Nordgren, 

Rein, & Sonnander, 2012; Pilowsky, Virmiya, Doppelt, Gross-Tsur, & Shalev, 2004; Serdity & 

Burgman, 2012).  Other studies focused their investigations on siblings with a variety of chronic 

illnesses including Down syndrome (Branstetter, Domian, Williams, Graff & Piamjariyakul, 

2008; Giallo & Gavidia-Payne, 2008; Guite, Lobato, Kao, & Plante, 2004).   

Contemporary Studies Siblings of Children with Chronic Illness 

This section will examine recent studies that investigated siblings of children with 

chronic illnesses or disabilities.  Because of the limited studies focusing on children with Down 

syndrome, the first section will examine some of the recent studies centered on children with 

chronic illness followed by studies of siblings of children with Down syndrome. 

Over the past ten years, much of the research studies including siblings of children with 

Down syndrome have been grouped together in categories such as siblings of children with 

chronic illnesses, developmentally delayed, or intellectual disabilities.  This premise comes from 

the ideology that the adaptation or relationship issue comes from the fact that the brother or sister 

is not typical and therefore the impact is a result of the difference rather than the unique 

characteristics of the brother or sister with a specific illness or disability. 
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Kao, Plante, and Lobato (2009) examined an instrument that they hoped would measure 

the parent’s perception of the effect of a child with an illness on the other siblings.  In this study, 

122 parents of children with numerous illness and disabilities were asked to complete the Impact 

on Sibling scale and the Child Behavior Checklist on one sibling, closest in age to the child with 

an illness or disability.  The development of the tool was in hopes of identifying siblings who are 

negatively affected by another child who has a chronic illness or disability.  The problem that 

was identified was that the scale had originally been developed for siblings of children with 

medical issues; and in the case of this study two of the three groups were children with 

developmental disabilities and autism spectrum disorder.  The study found low internal 

consistency with the sibling aspect of the Impact on Sibling scale for both groups, developmental 

disabilities and autism spectrum disorder.  Researchers did acknowledge that a six-item scale 

would not be able to clearly identify the psychosocial consequences of a child’s illness or 

disability on the sibling or the sibling relationship.  This study clearly identified the difficulty in 

using a quantitative instrument to understand the complex nature of the sibling relationship 

especially when the respondent is someone other than a member of the relationship. 

Williams et al. (2010) also tried to gather a greater understanding of the effect that one 

child with a developmental disability has on the typically developing sibling.  Like the previous 

study the researchers decided to use parents as the respondents for this study.  This qualitative 

study was a secondary analysis of an open-ended question on the effect on the sibling of a child 

with a developmental disability, which included children with Down syndrome.  There were 363 

themes identified in this study and each was placed into 3 categories, negative effects, no effects, 

and positive effects.  The majority of the themes fell into the category of negative effects (222 
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themes, 61.1%).  Some of these themes included Upset/anger/resentment, negative behaviors, 

lonely/sad/depressed, and jealous/envious.  The least number of themes were in the no effect 

category (6 themes, 1.7%).  While positive effects which contained items such as family 

closeness, greater sensitivity to the child with disability, and personal growth/ maturation was 

between the two groups with 135 themes and 37.2% of the overall themes.  According to a 

review conducted by Williams (1997), the majority of the older studies primarily reported 

negative impact, which correlated with this qualitative study.  However, in Williams’ review 

only 10% identified positive effects of the sibling relationship, which is considerably lower than 

what was reported in this study, and 30% identified no effects, which is considerably higher than 

reported in this study.  The differences may be due in part to the differences in methodology and 

the limitations that instruments may provide for gathering more in-depth understanding.  This 

qualitative study did identify that the relationship between siblings where one child has a 

developmental disability does have both positive and negative consequences as reported by 

parents. 

 In Findler and Vardi (2009) study of psychological growth in siblings of children with 

intellectual disabilities, the emphasis was on the positive aspects for the sibling.  However, 

unlike the previous studies the respondents were the adolescents themselves and the focus was 

on the positive aspects of the relationship.  In this study, 190 teenagers living in Israel were 

asked to complete the Stress Related Growth Scale, 101 teenagers had a brother or sister with 

mild to moderate intellectual disabilities and the remaining 89 had a brother or sister with no 

disability.  The study findings showed that siblings of children with a developmental disability 

had greater personal growth than siblings of children with no disability.  Three areas were 
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identified in the instrument as contributing to this variance, personal growth, social growth, and 

spiritual growth.  The highest explained variance came from spiritual growth (46%), followed by 

personal growth (26%) and social growth (26%).  According to the study, the adolescent siblings 

of children with intellectual disability “had discovered strengths and resources that were not 

necessarily evidenced by others their age, took on more responsibility, developed significant 

relationships, were more sensitive to others, and were able to get the most out of their lives and 

experiences” (Findler & Vardi, 2009, p. 9).  This study corroborated what has previously been 

mentioned that siblings of children with a disability not only succeed in adapting to the situation 

but may actually find benefits and growth in the relationship.   

A longitudinal study of adolescence and early adulthood siblings of children with 

intellectual disabilities was conducted (Floyd, Cosign, & Richardson, 2016).  In this study, the 

researchers interviewed 35 siblings, 23 siblings had a brother or sister with Down syndrome, at 

two different points in time approximately eight years apart to examine the changes in sibling 

relationships quality over time.  The study used the Sibling Relationship Questionnaire by 

Furman and Buhrmester (1985), which contains to two subscales, the warmth/closeness scale and 

the conflict scale.  The study found both consistency and differences in the siblings’ perception 

of their relationship with the child with an intellectual disability.  The study showed increasing 

emotional bond and decrease in conflicts over time.  While emotional bond in the 

warmth/closeness scale showed an increase, there was also a decrease in closeness behaviors 

which can easily be supported due to the large number of participants who were no longer 

residing in the same household as the child with the intellectual disability.  One methodology 

issue discussed in this study was the selection of sibling dyads without consideration of the age 
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differences between the siblings.  According to the authors, this may have explained the greater 

range of the relationship quality found in the study. 

The question still arises as to whether sibling and parent reports are similar with reporting 

the impact that one child with a chronic illness or disability has on another child.  Guite, Lobato, 

Kao, and Plante (2004) completed a study investigating the question of agreement between 

sibling and parent reports and if there was a difference, what was the difference between the two 

reports.  Siblings (n=51) between the ages of 8 to 13 years and parents (n=45) of children with a 

chronic illness completed several questionnaires to ascertain if the reports would be similar or 

different in identification of sibling adjustment.  The study found that overall there were no 

significant differences between the parent reports as a group versus sibling reports as a group.  

However, there was a difference between the reporting by parent and sibling dyads in the Sibling 

Perception Questionnaire (SPQ) negative adjustment composite scale.  When there was 

discordance between the sibling and parent, parents typically reported higher levels of concerns 

for the sibling.  In this study, the sibling who reported more negative adjustments tended to be 

males and younger than the child with the chronic illness.  There has been previous research that 

indicated that younger siblings had greater adjustment issues (Hastings, 2003; Lobato, Barbour, 

Hall, & Miller, 1987).  The researchers hypothesized that this may be due in part to the child’s 

age and developmental level associated with stress and coping and moving attention from the 

home to relationships outside of the home.  Another finding was when the parents reported more 

negative adjustments; they also tended to report more negative consequences for the family as a 

whole from the child with a chronic illness.  Therefore, even though the comparison of the two 

groups did not show any significant difference, researchers need to keep in mind that siblings 
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and parents may not always agree as to the meaning of the relationship and that the experience 

belongs to the sibling.   

 One of the issues in previous studies has been the lack of direct involvement of school-

age and younger siblings about their relationship with a child who has either a chronic illness or 

disability so as gain a greater understanding of their relationship and experience.  In Baumann, 

Dices, and Braddock (2005) qualitative study the purpose was to interview young children 

between the ages of 5 to 15 years who have a sibling with a “special circumstance” to explore the 

meaning of being a sibling.  In this study not only did the researchers use an interview to obtain 

information but also they used art.  The interpretation of the art was left to the child and not the 

researcher, through the child discussing their artwork.  Twelve siblings from eight families with 

a child with either cleft lip and palate or Down syndrome were interviewed followed by inviting 

the sibling to draw and discuss their drawings.  The purpose of this study was to describe what it 

was like to be a sibling of a child with a condition.  The themes that emerged were a mixture of 

feelings from enjoyment to dutiful responsibilities for the child with a condition, as well as the 

complexity of the relationship requiring support for the other child at times.  A few siblings 

identified changes in relationship with others as a result of the other child, especially 

relationships within the family such as parents.  Over all the siblings identified challenges and 

opportunities to having a brother or sister with special circumstances. This study also supported 

the voice of the child which was enhanced through the use of art to help explore the meaning of 

the relationship of being a sibling.  
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Contemporary Studies of Siblings of Children with Down Syndrome 

The difficulty comes in that children with Down syndrome have all of the characteristics 

of chronic illness due to complex medical conditions such as cardiac, gastrointestinal, and 

musculoskeletal abnormalities; intellectual disabilities due to their low to moderate IQ; and 

developmental delays.  While many of the other studies only focused on one aspect of the child’s 

characteristics, the question is whether the dynamics are different in more complex situations, 

such as when a single child evidences all of these characteristics.  Some researchers have 

rationalized that combining diagnosis and disabilities into one study is acceptable based on the 

assumption that the child with a chronic illness or disability exerts the same stressor in the child 

and family including sibling relationship (Giallo & Gavidia-Payne, 2008; Granat, Nordgren, 

Rein, & Sonnander, 2012; Serdity & Bargeman, 2012). 

A number of the studies over the past five years regarding siblings of children with Down 

syndrome center on adult siblings and their relationship and intention to provide care for their 

brother or sister.  The focus on this review of literature will focus on siblings who are either 

school-age or adolescents.  Even though some researchers felt that isolating a diagnosis was not 

necessary, there have been five studies which investigated siblings of children with Down 

syndrome.  Three of the studies included other medical diagnosis while two exclusively 

researched siblings of children with Down syndrome.   

Pollard, Barry, Freedman, and Kotchick (2013) examined typically developed 

adolescents who were diagnosed with either Down syndrome (n = 38) or autism spectrum 

disorder (n = 81).  The purpose of the study was to compare the two groups in their anxiety 

scores, assessed by the Multidimensional Anxiety Scale for Children, and to see if the sibling 
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relationship quality, assessed by the Network of Relationships Inventory, was altered by the 

adolescent’s anxiety score.  The adolescents completed an on-line survey that focused on sibling 

relationship quality and anxiety.   The researchers hypothesized that adolescents with siblings 

with Down syndrome would have higher relationship quality scores and lower anxiety scores 

than adolescents with siblings with autism spectrum disorder.  In addition, they hypothesized that 

relationship quality would be related to anxiety regardless of the sibling’s diagnosis.  The results 

confirmed the first hypothesis with adolescents of children with autism spectrum disorder 

reporting fewer social support qualities, more negative interchanges, and an overall lower 

relationship quality than adolescents of children with Down syndrome.  However, in the 

hypothesis regarding anxiety between the two groups, the researchers found no significant 

difference in scores on anxiety.  There was a significant difference found in the study that 

showed negative correlation with the sibling relationship quality and anxiety level.   

A recent study that focused on siblings of children with intellectual disabilities including 

Down syndrome used a qualitative design to explore the experiences of the siblings (Dubnow, 

2016).  In this study, the researcher interviewed six children between the ages of seven to eleven 

years of age.  While the intent of the researcher was to examine children with autism spectrum 

disorder, the majority of the sibling’s brothers or sisters had a diagnosis of Down syndrome.  

One of the main themes of the study was “Sibling Relationship” which had four subthemes; 

closeness, time, activities/interests, and fighting.  In the study, closeness was illustrated by the 

sibling through not only discussion regarding the intimacy of the relationship but also by the 

amount of time that the sibling dyad spent together.  The researcher explained that the younger 

children in the study had difficulty with concept of closeness or intimacy due to their cognitive 
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ability in relation to abstract concepts.  Instead the younger siblings were able to discuss the idea 

of closeness as measured by the amount of time that the sibling dyad spent together.  According 

to the researcher, the remaining three subthemes were more consistent between the siblings.  As 

with many of the other studies both positive and negative relationship values were discovered in 

this study.  One limitation of this study was that the sample size was determined at the beginning 

of the study and there was no discussion of information redundancy in the determination of the 

number of participants. 

A third study which investigated parents’ perception of sibling relationship, examined the 

sibling relationship to several different chronic conditions including children with Down 

syndrome (Nielsen et al, 2012).  In this study instead of asking the child to self-report the authors 

asked both mothers and fathers to report the sibling relationship using the Schaefer Sibling 

Inventory of Behavior which assesses four areas including kindness, avoidance, involvement, 

and empathy.  Along with children with Down syndrome (n = 18), the study included children 

with autism spectrum disorder (n = 21), children with orthopedic conditions (n = 14), and 

diabetes (n = 55).  The purpose of the study was to investigate sibling relationship in children 

with various chronic conditions or disabilities.  The results showed that all of the parents 

regardless of their child’s diagnosis found the sibling relationship to be positive in kindness, 

involvement, empathy, and rarely avoidant.  There were some differences found between the 

parents’ report; mothers tended to see older siblings as more avoidant than younger siblings and 

fathers perceived male siblings to be more kind and involved than female siblings.  This study 

added more information on how parents see the relationship between siblings where one child 

has a chronic or disabling disorder.  The only difference between diagnoses was that fathers 
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perceived siblings as being kinder when the child had obvious conditions such as autism 

spectrum disorder and Down syndrome. 

The remaining two studies focused on siblings who had a brother or sister with Down 

syndrome.  Graff et al (2012) used qualitative methods and interviewed 21 adolescents who lived 

with a sibling with Down syndrome and other health problems typically seen in children with 

Down syndrome who required additional care giving.  The adolescents were interviewed one 

time and encouraged to talk about what it was like to live with a child with Down syndrome who 

had other health issues and several other scripted questions focusing on the experience at this 

time and in the future.  More positive than negative aspects of the experience were revealed 

during the interview with most focusing on the child as having Down syndrome than on the other 

health conditions which required additional care giving.  The adolescents noted that growing up 

with a child with Down syndrome requires more responsibilities and family life is different 

compared to others who do not have a sibling with Down syndrome.  Previous other studies of 

siblings of children with chronic illness have found the increased demands on responsibilities for 

the typically developing children in regards to care giving activities, teaching, and supervision 

(Benderix & Sivberg, 2001; Cuskelly & Gunn, 2003; Lobato, Kao, & Plante, 2006; Stoneman, 

2005). 

The final article on siblings of children with Down syndrome examined the feelings and 

perceptions that the sibling had regarding their brother or sister (Skotko, Levine, & Goldstein, 

2011).  The study surveyed 211 younger siblings, ages 9-11, and 572 older siblings, ages 12 and 

older.  The purpose of this study was to find out what it is like to have a brother or sister with 

Down syndrome.  The research team developed and tested a new questionnaire in hopes of 
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addressing the research question regarding the lives of siblings of children with Down syndrome.   

The study results indicated that both groups, younger and older siblings, had affection for the 

child with Down syndrome.  Older siblings tended to express greater feeling of pride and felt 

they were better people for having a sibling with Down syndrome.  Very few of the children 

expressed embarrassment or desire to exchange their sibling for another.   As with other 

investigations, this study also found that siblings of children with Down syndrome were positive 

and that the relationship enhanced the abilities of the typical developing child. 

Even though numerous studies exist focused on siblings of children with chronic illness, 

intellectual disabilities, and developmental delay, it is difficult to truly understand the 

relationship of the child who has all three issues, such as the child with Down syndrome.  As 

these children begin to live longer lives, the impact on the siblings will reach beyond childhood 

to adulthood.   Early relationships within the sibling dyad may help to develop later sibling 

relationships in adulthood which may be important since many individuals with Down syndrome 

may need to rely more on their sibling relationships later in life.   

Summary 

Early sibling studies tended to focus on blending different diagnosis together in studying 

siblings in hopes of gathering a broader picture of the sibling issues.  However, many of these 

early studies seem to target primarily on the negative aspects of psychological adaptation of 

having a brother or sister with an illness or disability.  In more recent studies, there was an 

acknowledgement that there may actually be a positive aspect of adaptation for these children, 

especially in regard to children with Down syndrome.  However, with the exception of a few 

studies (Begum & Blacher, 2011; Dubnow, 2016; Serdity & Began, 2012; Nielson et al, 2012; 
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Skotko, Levine, and Goldstein, 2011) little is known about the true relationship within sibling 

dyads where one child has an illness or disability.   

Another issue which continues to plague the research in siblings is the failure to listen to 

the voices of children.  Instead many studies continue focusing on parents or adolescents as 

respondents to questionnaires or interviews.  This leaves the voice of the younger child as being 

interpreted from the parents’ view point or completely forgotten.  During these early years, the 

child is beginning to venture out beyond the home and interact with others such as peers and 

other adults.  This is a time of developing one’s identity and life skills.  Curtain (2001) believed 

that the issue of not investigating the self-report of young children stems from the researcher and 

their belief of the sibling’s ability to adequately and meaningfully convey their thoughts.  Curtain 

stated that researchers should change their views on children to believe that children can be 

meaningful informants and can communicate their ideas.  It is important that we listen to these 

young children to understand their views of the relationship with a sibling with Down syndrome.    
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CHAPTER THREE: METHODOLOGY 

The purpose of this study is to explore the meanings of the relationship of school-age 

siblings of brothers or sisters with Down syndrome in order to gain a greater understanding of 

the lived experience from the view point of the school-age sibling.  The research question is 

“What is the meaning of the lived experience of being a school-age sibling of a child with Down 

syndrome?”  This chapter will provide details about methods for achieving the study purpose 

including the study design selected to answer the research questions, participation criteria, 

recruitment plan, data collection and data analysis plans, including strategies for assuring 

trustworthiness of the findings.  In each section, the particular issues related to a study with 

child-participants are addressed. The chapter concludes with a summary of the study 

methodology.  

Study Design 

This is a qualitative study using interpretive phenomenological methods to gather data 

from children using interviews and drawings with accompanying field notes, about their 

experiences as siblings of children with Down syndrome. This section provides an overview of 

interpretive phenomenology, researcher’s pre-understanding, draw-and-tell technique, and the 

assumptions of the researcher.    

Interpretive Phenomenology  

Interpretive phenomenology, as an approach to inquiry, is influenced by the philosophical 

writings of Martin Heidegger (Heidegger, 1927/1962).   Benner (1994) introduced this research 

methodology to nursing, and she currently uses the term interpretive phenomenology, the term 

that will be used in this research study.  A key assumption of interpretive phenomenological 
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research is that meaning can only be understood in the context from which it arises, that is, 

through common experiences of those involved in a particular situation (Benner, 1994).  In other 

words, an interpretive phenomenological perspective does not aim to explain or predict 

phenomena but rather to understand the meaning of the experience from the participants’ point of 

view.   This may be particularly challenging when the participants are children. 

     In this study, participants were asked to share both their experiences and to reflect on 

their understanding of the experience.  For this reason, the researcher asked about the children’s 

everyday activities, as context for understanding their experiences with siblings who have Down 

syndrome.  The goal of the researcher is to understand rather than to challenge participants’ 

understandings and to explore both commonalities and differences contained within the data 

gained from the different children (Benner, 1994; Caelli, 2000).  We know that childhood is a 

crucial time in human life for constructing meaning out of experiences, and that the meanings 

constructed in childhood often inform an individual’s interpretation of many subsequent life 

experiences (Robinson & Kellett, 2004; Woodgate, 2001).   

An important concept of phenomenology, articulated by Heidegger (1927/1962), is co-

constitutionality.  This concept is the blending of meanings between two individuals, in the case 

of a research study, the researcher and the participant.  Gadamer (1976) described co-

constitutionality as a ‘fusion of horizons’.  The fusion of horizons is the interaction between 

individuals and their separate backgrounds of assumptions, ideas, meanings, and experiences 

resulting in the interpretation of meanings.  In interpretive phenomenology studies, there is no 

one true meaning produced but the meanings that are revealed reflect the shared realities of the 

study participants as they are revealed to the researcher (Annells, 1996).  Although the adult 
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researcher and the child may share language and culture, the context for interpreting life 

experience is quite disparate due to developmental differences and the child’s experiences with 

adults, and differences in their abilities to articulate their experiences.    

Pre-understanding 

As Heidegger describes, pre-understanding, or fore-structure of understanding is what the 

researcher brings to the study and is the point of view that the researcher brings to the 

phenomenon (Leonard, 1989).  It is not, however, the ending point of understanding; rather, it is 

the beginning and open to change as new interpretations and meanings are discovered.  The 

researcher’s past experience and knowledge helps to not only assist in developing the research 

question but also in choosing the research method.  It is therefore important that researchers 

acknowledge their perceptions of the phenomenon, knowledge of the substantive area of interest, 

and personal assumptions.  By the acknowledgment of these areas the researcher is developing 

trustworthiness in the study.  The notion of trustworthiness will be discussed later in this chapter.  

To bring a sense of authenticity to the discussion of the researcher’s pre-understanding; this 

section will take a personal point of reference. 

I, like the majority of individuals in the United States, am a sibling.  During my middle 

childhood years, the relationship with my siblings was challenged by activities and events that 

took place away from the home and family and were centered in other environments that were 

frequently changing and influenced by others.  The sibling relationship was also challenged by 

the close ages between me and two of my siblings.  However, I did not have to deal with a 

complex health condition in any of my siblings.  Therefore, I find that I don’t have a common 

understanding of the phenomenon of having a sibling with a chronic illness or disability.    
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As a nurse in the pediatric intensive care unit, I became aware of siblings waiting outside 

of the pediatric intensive care unit doors.  I listened to misunderstandings verbalized by the 

children and frustrations voiced at not being able to see their brother or sister.  This was my first 

contact with the issue of what was going on with siblings who were experiencing a brother or 

sister who was ill or had a chronic condition.  Throughout my career as a pediatric nurse I saw 

changes in health care including the advent of family-centered care, involvement of families in 

the hospital environment, and the inclusion of sibling visitation in many hospitals.  But I was still 

challenged with understanding what the experience of living with the unknown or dealing with 

differences in their sibling was actually like.  While pursuing my Master of Science in nursing of 

children, I continued my interest in learning more about siblings and what nursing practice could 

do to help these children.  My thesis was titled “Self-Concept of Siblings of Physically 

Handicapped Children and Normal Children” (Sutter, 1986).  In this study, the results were not 

what I predicted and comments, not included in the study, made by the siblings after completing 

the questionnaires were not congruent with the results.  The results of the study made me wonder 

what the meaning of the experience of these siblings was and how researchers could truly 

explore the meaning of the experience. 

During my nursing career there has been one population of children that has consistently 

drawn my attention, children with Down syndrome.  I have witnessed the continued survival of 

these children with complex health issues and challenges.  Again, I wondered what life was like 

for the siblings of these children and what the sibling relationship was for these individuals who 

later in life might take on a different role, that of caregiver for the child with Down syndrome.      
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Draw-and-Tell Technique   

The phenomenological interviews were complemented with a draw-and-tell technique 

appropriate for enhancing children’s disclosure of their perceptions about their life experiences. 

There is an ongoing issue of how to apply interpretive phenomenology to children who are less 

articulate than adults (Gillian, 1999).  Several authors (Krahn, 1985; Lynn, 1986; Poster, 1989) 

have suggested that the use of drawings is an appropriate technique for researchers to use to gain 

insight into children’s perceptions and experiences.  Drawings are often referred to as the 

universal language of children that enable children to express themselves (Rubin, 1984).  

According to Lynn (1986), drawings allow the respondent to provide answers that otherwise may 

be difficult, if not impossible, to achieve.  Therefore, this current study used drawings by the 

child to facilitate more in-depth discussion, which in turn may provide greater understanding of 

the meaning of the lived experience of being a sibling who has a brother or sister with Down 

syndrome. 

In the past, most assessments of drawings have been based on the clinician or the 

researcher’s interpretation of the drawing rather than the child’s explanation of the drawing.  

More recently, the shift in the focus of drawings has moved to what the child says about the 

drawing rather than the actual drawing (Betensky, 1995; Gross & Hayne, 1998).  Butler, Gross, 

and Hayne (1995) compared children using interview only versus children using drawings with 

interviews and found that the group of children who used both interview and drawings reported 

significantly more information than the group of children who were only interviewed.  The use 

of the draw-and-tell technique allows the sibling an opportunity to talk further about the lived 

experience of having a brother or sister with Down syndrome by explaining their drawing to the 
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researcher.  The drawings allow the child to use another method than conversation alone about 

their lives.  By telling the story of their drawing this may help facilitate more in-depth discussion 

of their lived experience.  However, the interpretation of the drawing comes from the child and 

not the researcher.  This approach is congruent with the phenomenological approach.   

Assumptions 

For this investigation there are several assumptions that the researcher brings to the study 

that stem from phenomenological inquiry, developmental ideology, and family theories.  These 

assumptions are:  (1) there is no one reality, reality is constructed from the individual and the 

purpose of this study is to understand the individual’s meaning of the experience (Crotty, 1998), 

(2) conditions and illnesses have effects on individual members of the family and the family as a 

whole (Bronfenbrenner, 2005), (3) multiple interviews allow the child time to build trust and to 

express meaning (Bricher, 1999; Woodgate, 2000),  (4) children are competent interpreters of 

their own world (Hogan, 2005), (5) school-age children can communicate their realities, and (6) 

there are both positive and negative outcomes from any experience including having a sibling 

with a chronic illness. 

Participation Criteria 

In phenomenological research the goal is to establish understanding of the phenomenon; 

therefore, the goal of sampling is to establish a homogeneous sample of persons who have 

experienced similar phenomena (Crist & Tanner, 2003; Higginbottom, 2004).  To establish a 

homogeneous sample, the researcher established inclusion criteria that would ensure the 

participants had similar experiences.  Inclusion criteria for this study are: (1) siblings who have a 

brother or sister with Down syndrome, (2) siblings who are within five years of age to the child 
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with Down syndrome, (3) siblings who live in the same household with the child with Down 

syndrome, (4) siblings who are between the ages of six and eleven years of age, and (5) siblings 

and their parent who understand and speak English.     

There are no defined rules for sample size in phenomenological research; most studies 

rely on small numbers to explore in-depth meaning through multiple interviews (Higginbottom, 

2004; Patton, 1990; Reed, Procter, & Murray, 1996).  In phenomenological research, sampling 

continues until the researcher recognizes no new data or a point of information redundancy, 

which is also known as data saturation (Lincoln & Guba, 1985; Patton, 2002). In this study, the 

sampling reached data saturation with the inclusion of seven siblings at which time recruitment 

for participants ended.    

Protection of Human Subjects 

Institutional Review Board (IRB) human subject approval was obtained by the University 

of Arizona Human Subject Protection Program (HSPP) (See Appendix A).  Due to difficulties in 

recruiting participants during the initial phase of the study, a request for an extension was 

submitted to the IRB at the University of Arizona.  IRB human subject continuing review 

approval was obtained from the University of Arizona HSPP (See Appendix B).   

To protect the participants no names of children or any way of connecting them to their 

brother or sister were used in presenting the results.  Consent forms are the legal documents that 

allow an individual to accept or reject participation in research.  However, with minors, parents 

or guardians act as surrogates for decision-making and are responsible for signing the consent 

form (Broome & Stieglitz, 1992).  The parents were informed of the study through the Down 

Syndrome Network of Arizona.  During the initial phone conversation with the parent, the parent 
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was informed that a consent form would be made available at the first visit.  During the first 

visit, the formal written consent (See Appendix C and D) was provided to the parent and their 

signature was obtained.  Due to the age of the children and the difficulty in determining their 

actual reading ability, a verbal assent was obtained.  Verbal assent is obtained with young 

children to assure that they understand what is required of them during the study and to 

encourage questions about the study or their input.  The verbal assent was obtained prior to the 

first interview from each child participant through the guidance of a script (See Appendix E). 

Recruitment 

Child participants were recruited through the Down Syndrome Network Arizona, an 

organization established to provide parents with information and to share knowledge to support 

their needs in providing care for a child with Down syndrome.  The mission of the Down 

Syndrome Network Arizona is “to educate, support and advocate for those in our community 

impacted by Down syndrome” (DSNetwork, 2013-2014).  This group was founded in February 

2002 to initially discuss the experience of having a child with Down syndrome.  The group 

provides a resource for others for knowledge, support, and advocacy, which includes research.   

In the recruitment process, an email was sent to the office manager of the organization to 

obtain the appropriate paperwork to request to partner with the Down Syndrome Network 

Arizona to approve the study from the organization’s research branch.  Approval of the research 

was obtained at the November 2014 Board Meeting of the organization.  However, 

communication of the approval did not occur until February 2015 due to changes in the 

organization’s Director of Development. 
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Upon notification of the approval by the Down Syndrome Network Arizona, the director 

of the organization sent a recruitment letter (See Appendix F) along with an announcement 

introducing the research study and researcher to the membership of the organization.  In the 

recruitment letter, parents were informed of the recruitment criteria and invited to contact the 

researcher through email or phone, if they were interested in participating.   

Over a period of six months, seven parents emailed the researcher asking for a phone call 

to begin involvement of participating in the study.  All seven of the parents agreed to participate 

in the study.  The researcher confirmed that the child participant met the inclusion criteria for the 

study.  First visits were scheduled in the parent’s home based on the availability of the sibling 

and parent.   

During the first interview, the researcher talked with the parent or parents about the 

study, and provided them with a copy of the consent form (See Appendix C and D). After they 

read the consent form, none of the parents asked any questions about the study and signed a 

second identical consent form. The parents then introduced the researcher to the sibling and, in 

most of the cases, also the child with Down syndrome.   

The sibling was verbally informed about the study and assent was verbally obtained prior 

to the beginning of the interview.  The purpose of the assent is to inform the child that the 

researcher will protect and respect his/her rights of self-determination (Broome & Stieglitz, 

1992).  However, the actual obtaining of the assent requires that the researcher have an 

understanding of the child’s cognitive development (Conrad & Horner, 1997).  Children are 

taught to respect and to obey those in authority.  Therefore, children may view the researcher in 

such a manner and may assent to the research project solely on the bases of the researcher being 
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an adult.  To avoid this, the researcher helped the child understand the assent process and his/her 

right to refuse.  Prior to interviewing, each participant was informed about the study goals and 

purposes using an appropriate vocabulary for his/her age using an assent guide script (See 

Appendix E).  The child was informed that the interviews would be tape-recorded.  The 

participants were informed that no negative consequences would occur if at any time the child 

decided to discontinue the interview or if they chose to talk about a particular issue.  After 

making sure that the child was aware of his/her rights, the researcher asked the child if they 

wished to participate in the study.  All of the children approached chose to participate in the 

study.  None of the participants chose to discontinue the study.  However, one child did ask to 

change topics several times during the interview.   

Data Collection 

Data collection occurred in the child’s home, in a place at the determination of the parent.  

All of the parents asked to remain in the room of the interview.  However, one sibling asked the 

parent to not be in the room during the interview.  The parent agreed to the child’s request.  The 

researcher interviewed each participant twice with approximately one to two weeks between 

interviews.  This allowed sufficient time for the researcher to transcribe the interview and to 

analyze the transcript.   

Because the goal of interviewing in phenomenology is understanding, it becomes 

paramount for the researcher to establish rapport.  Due to the nature of the hierarchal relationship 

between children and adults this can sometimes be a challenge.  Gaining trust is essential to an 

interviewer’s success, and even once it is gained, trust can be very fragile (Fine & Sandstrom, 

1988).  In the first interview, in order to establish rapport with the sibling, the session began by 
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asking the participant an “ice-breaking” question such as “How is your day so far?” or “What did 

you do today?”  (See Appendix G)  After a few minutes of conversation, the researcher began 

with an unstructured format that began with a statement such as, “Tell me what it is like to have 

a brother (sister) who has Down syndrome.”  One participant did not require the prompting with 

the statement as she had already began talking about her relationship with her brother with Down 

syndrome.  All of the children were eager to participate; however, they did require numerous 

prompts to continue telling more about their relationships and experiences.   

After the siblings told their stories, the researcher asked the sibling to draw a picture of 

their brother or sister with Down syndrome and their family.  One child asked not to draw 

because he stated “I don’t like to draw it’s for babies”.  The child was not forced to complete a 

drawing and instead the researcher asked an additional question regarding the sibling dyad and 

family interactions.  Each sibling was offered a white 8 ½ x 11 paper and an assortment of color 

pencils, markers, and crayons.  Most of the siblings elected to use color pencils for their 

drawings.  During the drawings, no further instructions or assistance were given to the child and 

the tape recording continued.  Only one child asked a question during the drawing related to if it 

was ok that the heads on the people were too small.  Most of the children at the end of their 

drawing asked if the drawing was ok.  In every case the researcher assured the child that the 

drawing was fine.  Most children took approximately fifteen minutes to draw except one child 

who was finished in less than five minutes.  During the drawings, the researcher observed the 

sibling’s motions, facial expressions, behaviors such as sighing, and level of concentration and 

entered the information into field notes during the interview.  The field notes were used in the 

transcription to assist with helping to apply meaning to what the child was saying.  In each case 
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that the siblings completed the drawings, they were very focused on the task and details of the 

drawings.   Following the completion of the drawing, the researcher asked the sibling to explain 

the picture and asked follow-up prompting questions to clarify additional new information or 

points of clarification.  All of the children talked about their drawing.  The most common topic 

centered on what they liked to do with their brother or sister with Down syndrome and about 

their family.  At the close of the interview, the sibling was asked “Do you have any questions?” 

and “What are you going to do now?” to wrap up the interview for the siblings.   At the 

conclusion of the interview, the sibling was asked to assist with turning off the tape recorder.  

This provided the sibling the power of bringing the interview to a conclusion.  Arrangements 

were made at this time with the parent for the next interview except in one case in which the 

parent wanted to check with the other parent since the first parent would not be available.  The 

parent emailed the researcher the date for the next interview.     

According to Benner (1994), “multiple interviews are preferred in that they give 

interviewers the opportunity to carefully review the tape prior to the next interview” (p. 107).  

Sufficient time was given between interviews for the researcher to transcribe the tape recording, 

analyze the previous interview, and to plan new lines of inquiry.   The purpose of the second 

interview was to give the researcher and siblings an opportunity to make sure that understanding 

about the phenomenon had been achieved.  In the second interview, parents were once again 

given the opportunity to determine the location of the interview and their presence or absence 

during the second interview.  Five of the parents decided not to stay in the room during the 

second interview.  During this interview, the researcher went back to comments by the sibling 

from the first interview to make sure that the researcher understood what the child had 
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communicated.  If there were any points of confusion this allowed the sibling to clarify or 

expand the responses from the first interview.  This allowed a second chance to get a clearer 

understanding of the experience (Benner, 1994; Seidman, 1991).  However, with the second 

interview, siblings were more familiar with the researcher and they seemed more open and free 

to talk about their experiences and relationship with the child with Down syndrome.  For three of 

the siblings more understanding was obtained during the second interview than during the initial 

interview.  At the completion of the second interview, the siblings were again asked if there were 

any questions that they might have about the study or questions during the interview.  None of 

the children asked questions at that time.  An additional question was asked, “What was it like to 

talk to me like we did?”  Most of the children acknowledged that they enjoyed talking about their 

sibling and one sibling stated, “I hope other people will realize that my sister is just like 

everyone else and how much I love her.”  At the end, the siblings were thanked for their 

participation and a farewell gift of a drawing kit was presented to each child.  Most of the 

children asked if they could share the drawing kit with their brother or sister with Down 

syndrome. 

One of the issues in research with children is the inequity of power between the 

researcher and the child.  According to Giddens (1995), power is “the ability of individuals or 

groups to make their own concerns count” (p. 54).  Most children are not use to being asked their 

views.  Hill (2005) stated that “Adults are ascribed authority over children, who often find it 

difficult to dissent, disagree or say things which they fear may be unacceptable” (p. 63).  It is the 

adults who make most of the decisions for children including, many times, their participation and 

their cooperation.  One of the main issues in power inequity is the potential affect that this will 
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have on children’s comfort in expressing their thoughts and feelings (Alldred, 1998; Curtain, 

2001).  In order to empower children it is important that they be involved in the research process.  

One way to empower children is to provide them with freedom of choice and control (Robinson 

& Kellett, 2004).  Several researchers have contributed to this idea by having children control the 

tape recorder (Driessnack, 2005; Sartain, Clark, & Heyman, 2000; Smith & Callery, 2005).  In 

this study, the tape recorder was placed in close proximity to the sibling with instructions that at 

any time during the interview they could turn off the recording device and at the end of the 

interview the child was allowed to turn off the recording device.   

  The use of a tape recorder does not eliminate the need for taking notes, which are 

referred to as field notes.  The researcher made field notes of the thoughts and reflections of the 

researcher both before and after the interview with each child.  Notes were also taken during and 

following the interview of observation regarding nonverbal communication, including facial 

expressions, tone of voice, and the child’s attention during the interview.  Notes were also taken 

of interactions with the parent and child with Down syndrome.  This data was included in the 

transcribed text and analyzed with the interview. 

Data Analysis 

The strategy of interpretive phenomenological analysis is to obtain “thick description that 

accurately captures and communicates the meaning” (Cohen, Kahn, and Steeves, 2000, p.72).  In 

interpretive phenomenology, data collection and analysis are simultaneous.  The two stages, data 

collection and analysis, are overlapping and iterative, which allows the analysis to guide some of 

the data collection in subsequent interviews.  Therefore, it is important that the analysis begin 

early on in the research process 
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For this study, the researcher elected to complete the transcription personally so that the 

researcher could immerse herself into the interview and the information that the sibling 

communicated.  Part of the interview transcripts included the researcher’s field notes.  Even 

though the siblings were asked to complete a drawing of their brother or sister with Down 

syndrome and their family, it was not the intent of this researcher to interpret or analyze the 

child’s drawing.  Instead the drawings were used to help facilitate the child’s communication and 

storytelling regarding the relationship of having a brother or sister with Down syndrome. 

The first step in managing the data was to convert the interview data and field notes from 

audio to verbatim text.  The transcribed text was maintained on a password protected computer 

with a back-up transcription on a thumb drive that was maintained in a locked file cabinet in the 

researcher’s office for sole access by the investigator. Later, during the data analysis phase, a 

hard copy of the interviews was created for notation by the researcher and maintained in a locked 

file cabinet in the researcher’s office.  The accuracy of the transcription process was double 

checked by the researcher after the initial transcription.   

Interpretive phenomenological analysis is guided by the unique process of the 

hermeneutic circle.  The hermeneutic circle is the process in which understanding is obtained by 

moving between the parts and the whole (Cohen, Kahn, & Steeves, 2000).  In interpretive 

phenomenological research, the hermeneutic circle occurs on several levels, not only the parts of 

the individual text in relation to the whole text but also the individual text in relation to all of the 

texts and vice versa.  Because of the complexity of this approach of moving back and forth 

through the data, this method of analysis does not lend itself to a linear systematic process.  

Instead, it is a complex process of moving through the data to discover shared meanings and 
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common themes (Diekelmann & Magnussen-Ironside, 1998).  There is no stepwise process for 

conducting analysis of data in interpretive phenomenology research.  However, Brykczynski and 

Benner (2010) identified four phases for the analysis of interpretive phenomenology.  The first is 

both the interview and observations are essential for data collection.  The second is interviews 

provide the individual’s experience through their stories.  The third is that analysis consists of 

“paradigm cases, exemplars, and thematic analysis” (p. 115).  In addition, the final aspect of 

analysis in interpretive phenomenology is that a research team is needed for data analysis.     

The initial step is the immersion of oneself into the data to identify initial interpretation 

of the data (Cohen, Kahn, & Steeves, 2000).  For this study, the transcripts of the interviews with 

field notes were initially read in their entirety.  The researcher then identified essential 

characteristics of the data and wrote narrative comments in the margin of the transcribed 

interviews.   The analysis moved back and forth throughout the process and between the levels of 

analyzing the individual interview and observations, analyzing the individual interview within 

context of both interviews for the same participant, and finally analyzing the participant’s 

interviews in context to other participants’ interviews.  Kvale (1996) cautioned that the 

researcher should attempt to be true to the text and not read into the text meaning that is not 

supported by the text.  At one point during the process, the researcher discovered that such an 

event had occurred and that the researcher had read into the text meaning that was not supported 

by the text.  For this reason, the researcher decided to start the process from the beginning by 

reading and coding each interview and moving through the process of analysis from the 

beginning with a new approach but careful that the researcher was not trying to read into the text 

meaning.  During the data analysis, the researcher continued to maintain audit notes to assist 
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further with this process.  The starting over and maintaining audit notes allowed the researcher to 

get a new prospective of the themes, exemplars, and cases from the data provided by the siblings 

of children with Down syndrome.  

The next phase is referred to as data transformation or data reduction (Cohen, Kahn, & 

Steeves, 2000).  In this phase, the researcher made decisions as to what is relevant and what is 

not.  The data was reorganized into discussion of the same topics, eliminating digressions in the 

topic, and simplification of the language without changing the content of the interview.  During 

this phase, missing or unclear information was identified and placed to the side for exploration in 

future interviews.   

The third phase focuses on central concerns, themes, or meanings.  This phase is 

sometimes referred to as thematic analysis (Cohen, Kahn, & Steeves, 2000).  Phrases were 

identified and tentative theme names were given to these lines of text.  The analysis occurs by 

highlighting significant words, statements, or phrases and labeling them with themes.  The 

highlighted areas with similar theme names were then examined together and exemplar and 

paradigm cases were then identified.  Exemplars are excerpts from the text which exemplify 

common themes; whereas, paradigm cases are stories which illustrate the themes (Crist & 

Tanner, 2003).  To gather greater understanding through the hermeneutic circle, the exemplars 

and paradigm cases were re-examined within the context of the interview, thereby moving from 

the parts to the whole and back again.   

The final phase for the initial interviews for each sibling was the verification of the 

themes with the participants to ensure that the themes capture meanings that the participant 
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meant to convey.   The siblings were asked during the second interview if the interpretation that 

the researcher had about their stories were accurate and if they agreed with the themes.   

After the third participant, the researcher began looking for similar themes between 

different participant interviews.  With each additional participant transcripts, further analysis of 

similar and different themes began to emerge.  By the sixth interview, there were definite themes 

that emerged.  Following the analysis of the seventh participant’s interviews, no new themes or 

alteration of previous themes emerged.  Because the researcher started over with reading 

interviews and identifying themes after all of the interviews had been completed there were some 

themes that the researcher wished could have been further explored with the siblings.   

Trustworthiness 

The purpose of this study is to explore the meanings of the relationship of school-age 

siblings of brothers or sisters with Down syndrome in order to gain a greater understanding of 

the lived experience from the view point of the school-age sibling.   To evaluate the rigour of a 

qualitative study, trustworthiness is used as defined by Lincoln and Guba (1985).  Lincoln and 

Guba (1985) recommend the use of four categories of trustworthiness: credibility, transferability, 

dependability, and confirmability to establish the rigour of the study.  The following sections 

describe how each category was addressed in this study to ensure trustworthiness of findings.    

Credibility 

Credibility is directed toward establishing truth or confidence in the findings from the 

perspective of the participant (Farrelly, 2013; Guba, 1981) and was achieved in this study 

through the process of member checking.   



60 

 

Member checking is the process in which the researcher confirmed or refuted the 

meaning by going back to the participant to ensure shared meanings between the participant and 

the researcher were in alignment. The researcher checked with the participant to validate that the 

researcher’s understanding of meaning obtained from the earlier interview with the participant 

was accurate.  This was done during the second interview where the researcher shared with the 

sibling what the researcher’s understanding was based on information shared at the previous 

interview.  The child was given an opportunity to agree or refute the researcher’s understanding.  

Most of the siblings acknowledged that the researcher’s understanding was accurate but some of 

the siblings told another story to further explain the relationship between the siblings or corrected 

the researcher’s conclusions about a particular theme.   

Transferability 

Transferability is the ability of the study findings to be applied to other context or settings 

(Guba, 1981; Guba & Lincoln, 1989).  Transferability addresses applicability of the research 

findings to similar situations.  In qualitative research, one means to achieve transferability is 

through the development of thick descriptions.  Thick descriptions are obtained by the researcher 

providing as much data as possible to help with making results clear so that readers will be able 

to make an informed decision as to whether the findings are transferable.  In this study, 

transferability was achieved through maintaining interview transcripts and field notes and 

developing exemplars of the themes that emerged from the interviews. 

Dependability 

 Dependability, which has been referred to as auditability, correlates with the quantitative 

criterion of reliability (Tuckett, 2005).  Dependability is much more difficult in qualitative 
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research than quantitative research because of the philosophical stance of multiple realities and 

the participation of humans as not only the subjects but also the instruments.  Therefore 

according to Guba (1981) dependability is “a concept that embraces elements both of the 

stability implied by the rationalistic term reliable and of the trackability required by explainable 

changes in instrumentation” (p. 81).  For this study, the researcher used several methods to 

support dependability including using field notes, tape recording of the interview, and audit 

notes.  Tape recording is a primary method that the researcher can use to support the data 

provided by the participant.  However, sometimes the transcription itself may result in changes in 

the content.  Therefore, the use of transcribing the interview verbatim by the researcher followed 

by re-reading of the transcription in relation to the recording helped to assure accuracy of the 

transcription.   

Confirmability 

Confirmability is the ability of the study to remain neutral and void of bias or motivation 

(Guba & Lincoln, 1989).  According to Guba (1981) confirmability in the naturalistic or 

qualitative study “shifts the burden of neutrality from the investigator to the data, requiring 

evidence not of the certifiability of the investigator or his or her methods but of the 

confirmability of the data” (pp. 81-82).  Therefore, the concern of confirmability is to establish 

the data and interpretation of the findings as coming directly from the source or participant.  One 

method to accomplish this is for the researcher to develop an audit trail or notes (Guba, 1981; 

Lincoln & Guba, 1985).  While the researcher attempted to maintain confirmability through the 

use of audit notes, she found at one point that she had inserted into the text meaning that was not 

supported by the text.  Starting over from the beginning, the researcher began the process of data 
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analysis with greater detail to maintain the meaning as derived from the interviews.  However, 

the true ability of audit notes to establish confirmability may still not be possible and the 

individual’s inability to separate themselves from the interpretation of the themes may not be 

possible. 

Summary 

Interpretive phenomenology is the methodology used in this study to reveal shared 

meanings of siblings of children who have Down syndrome.  The data collection occurred over 

time involving two interviews with each sibling to explore shared meanings.  In keeping with 

interpretive phenomenology, the data collection and data analysis occurred simultaneously 

throughout the study.  Data was collected until saturation of the data occurred, resulting in no 

new themes or exemplars.  To enhance trustworthiness throughout the study several techniques 

were employed.  Purposeful sampling helped to establish credibility and transferability.  Field 

notes, audit notes, and verbatim transcripts of interviews were used to support dependability and 

confirmability in the study.  Transferability was strengthened through the use of thick 

descriptions in describing the shared themes.  Member checking with participants was used to 

establish credibility.   
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CHAPTER FOUR: RESULTS 

Introduction 

In this chapter, the results of interviews of siblings with children having Down syndrome 

will be presented in relation to the research question: “What is the meaning of the lived 

experience of being a school-age sibling of a child with Down syndrome?”  The first section of 

this chapter will present the demographics of the sample including discussion of the participants 

and their interviews.  The final section will present the themes that emerged from the interviews.  

Quotations are used to illustrate the richness of the children’s experiences.      

Description of Sample 

Studies using interpretative phenomenology methodology typically have a small 

homogeneous sample size with similar demography among the participants.  The number of 

participants is determined based on data saturation.  Data saturation is achieved at the point that 

no new information is obtained or a redundancy of the information is occurring from new 

participants (Lincoln & Guba, 1985).  Redundancy of information became apparent at the sixth 

interview and was confirmed when no new additional information was obtained with the seventh 

interview.   

To protect the identity of the children involved in the study, no real names were used.  

The names used to identify the children were altered to names uniquely selected by each child.  

Names of places and names of other members of the household were deleted on the transcript 

and replaced by generic information such as [sister] or [brother].   

Interviews were conducted over a period of 18 months, December 2014 to April 2016.  

The sample size consisted of seven participants, five males and two females between eight and 
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eleven years of age (average 9.4 years of age).  The ages of the siblings with Down syndrome 

ranged from five years to nine years of age (average 6.3 years).  The difference in ages between 

the participant and the child with Down syndrome was between two to four years of age (average 

3.1 years).  All of the siblings with Down syndrome were the youngest child in the household.  

This is consistent for children with Down syndrome as they usually are the result of an older 

mother (Allen et al., 2009; Ghosh, Feingold, & Fey, 2009, Mai et al., 2013).  All participants 

were older than the child with Down syndrome and were also closest in age to the child with 

Down syndrome.  The majority of the families, four out of seven, had only two children.  The 

remaining three families included an older brother, in one case, and two older sisters in the 

remaining two families.  In all cases, each household consisted of the children and both 

biological mothers and fathers.  This correlates with a finding of decreased occurrences of 

divorce in families with Down syndrome (Urbano & Hodapp, 2007).  See Table 1 below for a 

summary of the demographics. 

Table 1. Demographic Information of Participants and their Sibling with Down Syndrome (DS) 

Participant Name 

Age of 

Sibling 

(years) 

Sex of 

Sibling 

Age of 

Child 

with DS 

(years) 

Sex of 

Child 

with DS 

Rank 

order in 

family of 

child 

with DS 

# 

Children 

in 

Family 

Mother 

and 

Father 

living in 

home 

1 Danny 11 Male 9 Female Youngest 2 Both 

2 Katie 9 Female 5 Male Youngest 2 Both 

3 Doug 8 Male 6 Female Youngest 2 Both 

4 Michael 9 Male 5 Female Youngest 2 Both 

5 Raphael 10 Male 6 Female Youngest 3  Both 

6 Caroline 10 Female 8 Female Youngest 4  Both 

7 Kyle 9 Male 5 Female Youngest 4  Both 
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The siblings in this study are described as “school-age”.  For clarification school-age in 

this study is used as an adjective and is referring to the age of a person when attending lower 

level schooling such as elementary school.  The specific age range for the participants in this 

study is eight to eleven years of age. 

Participants 

In this subsection, information obtained through observations made during and following 

the interviews will be shared to provide more information about each of the children’s 

participation.  The study consisted of two separate interviews.  The first interview began with 

open-ended questions to the participants with the remainder of the discussion being led by the 

participants.  In addition, during the first interview, the participants were given an opportunity to 

draw a picture to allow an additional mode of communication with the researcher.  The second 

interview with the participants allowed the researcher to explore information obtained from the 

first interview and gain a deeper understanding of the lived experience of having a brother or 

sister with Down syndrome. 

Danny.  The first participant was Danny, the oldest child in the study.  Coincidently, 

Danny’s sister was also the oldest child with Down syndrome.  Danny was eleven years old with 

only one sister who has Down syndrome.  The child with Down syndrome was nine years of age.  

The interviews took place in the family’s home in the family room with one parent present on the 

couch during all of the first interview and most of the second interview.  During the interview, 

the child with Down syndrome remained quiet and played on an electronic device in the room 

during the first half of the first interview.  Later in the interview, the sister went to another part 

of the house.  During the second interview, the child with Down syndrome was not present.  
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During the interviews, the participant frequently looked to the parent when answering questions 

and many times halted the conversation with “I really don’t want to talk about that” or “That’s 

it, I don’t have anything else to say about it”.  During the drawing, the participant was very 

engaged in the drawing and seemed more relaxed than during the question and answer time.  

However, the drawing did not seem to provide any additional information about the child’s 

relationship with the sibling with Down syndrome but did add information about the child’s 

family.  During the second interview, the child seemed more relaxed and open to telling the 

researcher about the lived experience when the parent left the room to check on the other child 

who was making noise in another part of the house.  

Katie.  The second participant was Katie.  The household consisted of two children, the 

participant and younger child with Down syndrome.  Katie was nine years old with a brother 

with Down syndrome who was five years old.  While the parent was reading the consent, the two 

children sat at the kitchen table.  At one point Katie was not paying attention to her brother while 

he was pointing to pictures in a book, he grabbed his sister by the face and turned her to him.  

Katie quickly paid attention to her brother and began reading the book to him.  Both interviews 

took place in the kitchen.  During the first interview, the mother stayed within hearing while 

busy preparing a meal while the child with Down syndrome was in another room.  On the second 

interview, the child with Down syndrome and the parent left the kitchen for another part of the 

house during the entire interview.  The participant was very talkative and smiled during the 

entire interviews.  Katie seemed engaged in both the conversation and drawing.   

Doug.  The third interview involved an eight-year-old boy, who was the youngest child to 

participate in the study.  Doug had a six-year-old sister with Down syndrome.  Like most of the 
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interviews, this one took place in the kitchen.  Both parents were home and a completion time for 

the interview was set because the child with Down syndrome was to have speech therapy in the 

home at the time the interview was to be completed.  One parent remained in the kitchen 

cleaning up for the first ten minutes of the interview and then left for another part of the house.  

The child with Down syndrome remained in another part of the house during the entire first 

interview.  During the second interview, the child with Down syndrome came out and Doug 

introduced the researcher to his sister.  He had his arm around his sister’s shoulder and said, 

“this is [sister’s name], my best friend”.   

Michael.  The fourth participant was a nine-year-old boy with a five-year-old sister with 

Down syndrome who also had been treated when she was three years of age for cancer.  At the 

beginning of the first interview, Michael asked the parent to not be in the room when talking to 

the researcher.  The parent agreed and during both interviews was in another room with the other 

child.  The interview took place in the kitchen at the dining table.  The participant was very open 

during the interview and smiled during most of the interview except once during the first 

interview when the child discussed how others children sometimes say “mean things” about 

children with Down syndrome and during the second interview when the child stated “I 

sometimes wish my sister did not have Down syndrome because life would be easier”.  The child 

did not want to draw a picture because he stated “I don’t like to draw It’s for babies”.  So the 

child was not required to draw a picture.  During the second interview, the child was asked a 

second time if he would like to draw a picture and again chose not to draw. 

Raphael.  The fifth participant was a ten-year-old boy with a six-year-old sister with 

Down syndrome.  There were three children in the household who do not have Down syndrome 
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but Raphael was the closest in age to the child with Down syndrome.  The other two children 

were both girls and greater than five years apart from the child with Down syndrome.  All of the 

children except the child with Down syndrome were home schooled.  The child with Down 

syndrome attended kindergarten outside of the home and was not present in the home during 

either of the interviews.  According to the parent, the child with Down syndrome was attending a 

morning kindergarten.  Both parents work primarily from home and were present during both 

interviews.  The interviews took place in the family room with one parent working at a desk in 

the corner of the room.  During part of the first interview, one of the older children was in the 

kitchen preparing a snack and washing dishes.  Raphael was very attentive and maintained eye 

contact during the interviews.      

Caroline.  Caroline was a ten-year-old girl with a sister with Down syndrome who was 

eight years of age.  The family consisted of both parents, employed in the healthcare industry, 

and four daughters.  The child with Down syndrome was the youngest with the participant in the 

study being the closest in age.  There was a significant age difference of ten years between the 

first two daughters and the last two daughters.  During the first interview, both parents were 

present in the home but were outside within hearing while the interviews took place at the 

kitchen table.  This was evident on the second interview when Caroline admitted that her parents 

had given her information about Down syndrome that she did not have during the first interview.  

During the second interview, one parent was at home but remained outside in the garage.  The 

child with Down syndrome was in the home on both occasions in another part of the house or 

outside with the parents.  During the first interview, the participant was initially quiet but after a 

couple of minutes seemed eager to talk about herself and her sister.  She was eager to draw but 
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asked if she could exclude her older two sisters since they did not live in the household at that 

time.  During the second interview, she continued to be animated during the interview telling 

stories about her family. 

Kyle.  The last interview involved a nine-year-old boy with a six-year-old sister with 

Down syndrome.  Kyle was the middle child in the household with an older brother who, 

according to Kyle, was equally involved in the playing and caring for the sister with Down 

syndrome.  The interviews took place in an open office area adjacent to the living room.  During 

the first interview there were numerous distractions including a newly acquired dog, the child 

with Down syndrome and her cousin who were playing, and Kyle’s friends coming to the door to 

see if he could play.  The distractions made it difficult for the child to continue in some of the 

storytelling and required numerous prompting regarding where he had left off when talking 

about his sister and family.  During the second interview, the second parent was in the home and 

there seemed to be fewer distractions during the interview.  The child gave short answers during 

the interviews, seemed rushed to finish drawing, and used stick figures instead of actual 

drawings of the individuals.   

Protection of Participants 

  In addition to alteration of the participant’s name, several other procedures were used to 

protect the participants from potential harm.  All of the participants were given information 

about the study and asked if they wished to participate in the study even though the parents had 

given informed consent.  During the consent process with the children, the participants were 

informed that they could stop any conversation at any time or turn off the tape recorder.  None of 
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the children elected to turn off the recorder but one child, Danny, stopped discussion of 

particular topics by stating, “That’s it, I don’t want to talk about this anymore.”   

Themes 

The purpose of this study was to explore shared meanings of the relationship of school-

age siblings of brothers or sisters with Down syndrome.  Sibling relationships can be viewed 

from different lenses and theoretical frameworks.  During the data collection and analysis, seven 

themes emerged.  The seven major themes are “Always together”, “Tolerance”, “Intense love”, 

“Responsibility for my brother or sister”, “Things will change when child with Down syndrome 

gets better”, “No difference from other families”, and “Impact on other relationships”.  The 

themes described below occur in no hierarchical order.  All of the themes seemed to be equally 

important to the children and no one theme occurred more frequently than the other themes.  

Quotations are used to illustrate the children’s experiences.  The quotes are labeled with the 

altered name of the participants.   

Always Together 

In this study the primary relationship that these school-age children discussed was 

between themselves and their brother or sister with Down syndrome.  In the stories that the 

children shared they spoke of not only playing with their brother or sister but that the amount of 

time seemed to exceed the time spent in other relationships.  Katie relayed in her story about her 

relationship with her brother and what they enjoy doing  

…on weekends we play together all of the time we sometimes watch the iPad, play games, 

go outside, maybe go get ice cream…maybe go to the park or go outside or watch a 

movie here.   
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Katie’s comment might appear that she spent isolated periods of time throughout the day 

interacting with her brother; however, later in her discussion regarding her interactions with her 

brother, Katie shared,  

sometimes we go to other places and brother goes along…he always goes with me on 

play dates…we are always together except at school we go to the same school but in 

different grades I don’t know what he does at school then I see him at lunch I go to lunch 

and he goes to recess.   

Katie’s story was not an isolated case of a brother or sister with Down syndrome joining 

the sibling when visiting friends.  Doug stated,  

I’ve never gone to a sleep over without my sister, I never, I mean never, I play with my 

sister all of the time I never been away from away from my sister except once when she 

had a sleep over at my grandma’s house…it’s a special day for me too I watch movies 

with my family and she watches movies with her grandma.   

While most of the siblings stated that they spend “all of the time” with their brother or sister, 

most of the participants did not voice negative feelings about bringing their brother or sister to a 

friend’s home or spending large amounts of time together.  However one sibling, Michael, made 

a statement, “I go to another school than my sister it is the only time we are not together…I am 

supposed to play with her all of the time.”  When the researcher explored this further, Michael 

did not see this as unusual and seemed puzzled by the researcher’s inquiry.   

While siblings between eight to nine years of age did not see the need to spend time 

without their brother or sister with Down syndrome, the siblings between the ages of ten and 
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eleven years of age said that there were times that they had to ask their parents for time alone 

with their friends.  Raphael spoke about this when he was talking about playing with his friends,  

sometimes I have friends that they come over to play with me but sometimes she [sister] 

will want to play sometimes we want to play by ourselves…I will tell my mom and she 

will take care of it.    

Tolerance 

The siblings’ account of their relationship with their brother or sister with Down 

syndrome included negative statements about their feelings of sadness, anger, and annoyance.  

Despite verbalizing these feelings, the children did talk about how they still cared about their 

brother or sister with Down syndrome or believed that the child did not know better.     

Danny talked about negative feelings towards his sister while at the same time 

acknowledging that he needed to be tolerant of her behavior when he said,  

sometimes she kicks me or sometimes she wrestles and kick me…I get mad at first but 

then I remember that she does not know better and that I am her big brother and should 

tolerate her behavior…I can’t really get mad at her she is different you know she has 

Down syndrome she is not normal. 

Danny was not the only child that talked about tolerance with their brother or sister.  Michael 

stated, “she [sister] pushes me a lot when she wants what I have once she bit me but I can’t get 

mad she does not know better.”     

Along with tolerance, many of the children talked about learning to deal with patience in 

dealing with their brother or sister with Down syndrome.  Raphael expressed this when he said, 

“you need to have a lot of patience with kids with Down syndrome.”  According to Caroline, 
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when talking about what she has learned from her relationship with her sister she stated, “I am 

more patient because of my sister.”  

Intense Love 

In this study, the findings also showed that most of the siblings talked about positive 

relationship feelings about their brother or sister with Down syndrome by telling the researcher 

how much they loved their brother or sister.  Kyle, while talking about a recent event that 

involved his sister and the joy she brings him, Kyle relayed the following story, “at school I say 

hi to her [sister] and she comes over gives me a hug and says hi…she [sister] makes me feel like 

I am loved.”  He also relayed another story concerning his involvement with his sister during a 

youth football game, Kyle shared that his sister “yells go make a touchdown and that is cool 

because that is my sister…I like that my sister cheers for me.” 

Many of the children talked about not wanting to change anything about their brother or 

sister or the relationship that they have with them.  Raphael during a discussion about his 

relationship with his sister stated, “I wonder what it would be like if she [sister] was normal but 

then I won’t be as close to her if she was more like a 6-year-old.”  In his discussion he viewed 

his sister acting younger than her actual age of six years as one of the reasons that he spends a 

great deal of time playing with her and helping her at home. 

Responsibility for My Brother or Sister 

In this study, all of the siblings commented about taking on responsibilities in providing 

care, guidance, and teaching to their brother or sister with Down syndrome.  While care taking of 

younger siblings has primarily been associated with older children, the children in this study 

talked about taking on some responsibilities to help in providing physical care, assisting with 
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emotional support, and teaching the child with Down syndrome to learn new tasks.  Doug talked 

about how when his sister pushes or hits him and they are both placed in time out, what he does 

to help his sister when she is upset.  He stated, “when we go to time out I give her the iPad when 

she goes to her room…it helps her to calm down sometimes when she is upset.”  While Doug 

helped with calming his sister, Caroline talked about the responsibility of teaching her sister with 

Down syndrome, “I have to teach her how to do things…I have to teach her each time because it 

takes her longer to remember learn you have to go over it a couple of times.” 

A few children, in particular the siblings who were younger in age, reported assisting the 

child with dressing or eating.  Michael, when telling about what he does to help his sister stated, 

“I help my mom with taking care of my sister but sometimes it is hard because you have to go 

slow…like helping her dress and eat take forever.”  Kyle also helped his sister, “I get her what 

she wants like if she wants water I get it for her.”  All of the children saw the acts of assistance 

that they provide their brother or sister as a normal routine in their household and not unique to 

their family. 

Things Will Change when Child with Down Syndrome Gets Better 

The majority of the conversations with the children focused on the present and past.  

They discussed their relationship with stories about recent events or what had occurred that day.  

However, four of the children did talk about the future and what might occur between them and 

their brother or sister with Down syndrome.  In all of these children, they discussed that Down 

syndrome in their brother or sister would be a temporary situation and one that the child would 

outgrow.   
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While discussing his relationship with his sister, Doug stated, “I think they [other people] 

will stop [asking questions] when she gets better…you know catches up and starts talking better 

she won’t have Down syndrome.”  His discussion focused on the future and the changes that 

would occur.  He did not stipulate when this event might occur.  However, Michael placed a time 

period when his sister would get better, when he stated, “I think she will get better when she is 

older and finishes elementary [school].”   

While Raphael believed that his sister’s Down syndrome would disappear he did believe 

that she would still have some physical limitations in the future when he said, “when she gets 

older she might have problem with driving but she will be normal.”  All of the children who 

spoke about the temporary nature of Down syndrome looked forward to the future so that they 

could develop a normal relationship and be able to do more things with one another.  Michael 

illustrated this when he said, “when my sister gets better we will still play but not as much as we 

do now cause she will have her own friends and not want to play with me as much.” 

No Difference from Other Families 

Most of the siblings in this study expressed that there were no differences between their 

family and those of their friends.  What differences that were expressed centered on the family 

make-up, Caroline pointed out that, “we are not different than other families or friend’s 

family…only difference is that I have older sisters who don’t live here.”  This was in reference to 

sisters other than her sister with Down syndrome who were adults.  Another difference identified 

by some of the children were related to activities that their families had done that their friends 

had not done.  Kyle stated, “no difference [in families] only difference because we go on trips 

and my friends did not.”  Danny was discussing how sometimes his sister was annoying to him 



76 

 

but then stated, “I don’t think we [family] are different than my friends who have a 

sister…sisters are always annoying even friend’s sisters are annoying.”   

Only one sibling, Raphael talked about the difference in his family compared to his peers 

being directly related to having a sister with Down syndrome when he said, “most families don’t 

have Down syndrome sister…but like there might be other brothers or sisters who don’t have 

Down syndrome who are very close.”  In this discussion, he talked about how he felt that having 

a sister with Down syndrome made their family closer. 

Impact on Other Relationships 

The most common conflict was between the sibling dyad and other children.  While 

talking about his friends and their thoughts about his sister with Down syndrome, Danny stated, 

“some of my friends think she is strange…some of my friends think she is cute and nice but then 

others aren’t so nice.”  He later talked about how he does not always wish to be seen with his 

sister with Down syndrome because some of the “cool kids” might not like him and how he 

wishes he were one of them.  In contrast to this, Caroline talked about other girls at her school 

and how she handles the situation with peers,  

my friends like her but a few of the girls that I can hang out they are kind of mean to her 

[sister] they tease her that makes me like sad and upset I tell them to stop and they will 

stop…she [sister] wants to be friends with everyone even those who are mean she just 

wants to hang out with everyone. 

Some of the siblings talked about adults and statements that they make which upset them 

and how they do not wish to be around those people.  Katie stated,  
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other people might think he is weird but I don’t think he is weird…because he is Down 

syndrome and they don’t want them…I sometimes get mad he is not weird he is different 

but I don’t want to be around them [other people].    

Some of the children deal with other individuals by ignoring them such as Raphael when he said,  

sometimes people walk up and ask is that your sister and I would say yea and they would 

say she looks a little weird but then I just ignore them…I am a little bit sad and don’t 

want to talk to people. 

Summary 

This chapter presented findings from the interviews of seven siblings of children with 

Down syndrome.  A summary of the demographic information of the siblings and children with 

Down syndrome was presented.  Additional descriptive information was provided about each of 

the participants.  A discussion of the data analysis strategies used to identify the themes that 

emerged from the interviews of the siblings regarding their lived experience of being a school-

age sibling of a child with Down syndrome was presented.  The seven themes identified were: 

always together, tolerance, intense love, responsibility for my brother or sister, things will 

change when child with Down syndrome gets better, no difference from other families, and 

impact on other relationships.   

The theme always together focused on the sibling and child with Down syndrome 

spending most of their time together other than during school hours.  The theme tolerance 

described the negative behaviors that the sibling dealt with from their brother or sister with 

Down syndrome but how the sibling felt that they had to tolerate the behavior because the child 

had Down syndrome.  The theme intense love was about the feelings that both the sibling and 
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child with Down syndrome had for one another.  The theme responsibility for my brother or 

sister was related to the responsibilities that the siblings had in caring for their brother or sister 

with Down syndrome due in part to the child being younger but also due to having Down 

syndrome.  The theme things will change when child with Down syndrome gets better emerged 

when the siblings talked about the future of their relationship with their brother or sister with 

Down syndrome and how the child would outgrow the chronic illness.  The theme no difference 

from other families described how the sibling viewed their family in context with their friend’s 

families in which the siblings did not see any differences between their families and others.  

Finally, the theme impact on other relationships did not focus on the relationship with their 

brother or sister but instead how other relationships were impacted by the sibling relationship.  

Additional supportive data for each of the themes can be found in Appendix H. 
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CHAPTER FIVE: DISCUSSION AND FINDINGS 

Introduction 

This chapter will present a discussion of the findings in relation to the purpose of this 

study, which was to explore the meanings of the relationship of school-age siblings of a brother 

or sister with Down syndrome in order to gain a greater understanding of the lived experience 

from the view point of the school-age sibling.  The themes derived will be discussed relative to 

previous research studies and explore reasons for differences.  Methodological strengths and 

limitation of the study will also be identified and discussed.  Finally, recommendations will be 

presented to broaden nursing practice, education, and research based on the knowledge gained 

from this study. 

Findings and Interpretations 

Always Together 

According to many developmental theories, preschool children spend most of their time 

and relationship with their siblings.  However, once the child moves to the next level and enters 

school, their focus changes from the family to the school environment and, at the same time, 

primary relationships move from their siblings to peers (Bronfenbrenner, 2005; Erikson, 1968).  

Bronfenbrenner described the child as an individual who is “consistently viewed as influencing 

and being influenced by the environment” (Rosa & Tudge, 2013, p. 243).  In the Bioecological 

System Theory, one of the microsystems, family, influences the young child and in turn, the 

child influences the family.  Within the microsystems are the various members of the family, 

including siblings.  In this study, the age differences between the sibling dyads were purposely 

maintained within five years to enhance the idea of closeness of the relationship of the sibling 
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dyad.  In the interviews with school-age siblings of children with Down syndrome, the theme of 

“always together” emerged as children discussed not only activities that they did daily with their 

brother or sister but also that the siblings spent almost all of their time together including some 

interactions during school time.  The findings of closeness in the sibling dyad was not surprising 

since other studies (Dubnow, 2016; Graff et al, 2012; Nielsen et al, 2012) had found that siblings 

that included one child with Down syndrome typically spent time together and shared common 

activities.   

In a study of school-age siblings with brothers or sisters with intellectual disabilities, one 

of the themes that emerged was labeled as “time” (Dubnow, 2016).  In the theme of “time”, the 

researcher discussed the amount of time that the siblings spent with their brother or sister with 

intellectual disability.  Many of the children spoke about spending part of the day or the entire 

day within a week with their brother or sister with an intellectual disability.  However, Dubnow 

talked about isolated periods of time during the week in which the sibling was not with the 

brother or sister with Down syndrome.  In a study by Nielson et al. (2012), the theme of greater 

involvement of the sibling with their brother or sister with Down syndrome was identified 

compared to siblings of children with autism spectrum disorder by parents of the sibling dyads 

but again the quantity of time was not described or illustrated as “always together”. 

Other studies (Moyson & Roeyers, 2012; Mulroy et al, 2008) in which siblings and 

parents reported the need for personal time away from the child with intellectual disabilities or 

Down syndrome also support the theme of “always together” as a reality for the siblings in this 

study.  In the study by Mulroy (2008) et al., the parents reported disadvantages for the siblings 

including time constraints on the sibling away from normal activities and peers due to the 
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demands in assisting with the child with Down syndrome.  However, discussion of the amount of 

time that the sibling spent with the brother or sister was not presented but the parents did feel the 

siblings experienced greater restrictions and burdens due to the other child in the family.  In the 

study by Moyson and Roeyers (2012), siblings were interviewed about their quality of life with 

having a brother or sister with intellectual disabilities.  This study found that siblings appreciated 

the opportunities to spend time with their brother or sister engaging in normal activities; 

however, the siblings also expressed the need for more time away from their brother or sister.  

The siblings wanted to have private time and activities with others besides their brother or sister. 

Even though the above studies reported that sibling dyads where one child had Down 

syndrome were close and spent time doing mutually enjoyable activities, the reference to 

closeness was in relation to spending more time with the child with Down syndrome than what 

they thought their friends spent with their typically developing brother or sister.  None of the 

studies referenced closeness as “always together”.  However, in this study the discussion with 

siblings centered around the theme “always together” which was defined as spending all of their 

time with the brother or sister with Down syndrome including taking the child with Down 

syndrome to other friend’s homes and even sleepovers.  None of the siblings discussed the need 

for time away from the brother or sister with Down syndrome and if they did wish to spend time 

alone with friends, they usually asked the parent to find something to distract the brother or 

sister.  The siblings did not verbalize a burden by being “always together” with their brother or 

sister with Down syndrome. 
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Tolerance 

According to Dunn (2007) sibling relationship behaviors typically comprise both 

negative and positive behaviors in each child.  Therefore, the assumption is that most siblings 

would verbalize negative statements along with acknowledging positive attributes and behaviors. 

It is not uncommon for sibling dyads to have conflicts between each other.  Sibling conflict has 

been defined as quarreling, resentment, rivalry, and competition between siblings (Furman & 

Buhrmester, 1985).  Studies from normative samples of children consistently demonstrated that 

conflict between siblings is at the highest during school age and decreases over time into 

adolescence and early adulthood (Abuhatoum & Howe, 2013; Buhrmester & Furman, 1990).  

However, in this study, of school-age children, the siblings denied that conflicts had occurred in 

the sibling dyad.  Two of the siblings who had older brothers or sisters did discuss conflicts with 

these members of the household.  One sibling even stated, “I prefer my sister [child with Down 

syndrome] to my brother because we like each other more and we never fight”.   

The siblings did discuss negative behaviors on the part of the brother or sister with Down 

syndrome including biting, hitting, and pushing.  In all of the stories regarding negative 

behaviors by the child with Down syndrome, the siblings countered their statements with 

explanations that the behavior was due to the child acting younger than the child with Down 

syndrome developmental age or having Down syndrome.  Instead, the sibling demonstrated 

“tolerance” for their brother or sister’s negative behavior.   There were no studies that found 

during the literature review that specifically addressed the siblings’ tolerance of their brother or 

sister with chronic illness or disability.  There are several studies (Angell, Meadan, & Stoner, 

2012; Floyd, Costigan, & Richardson, 2016; Graff et al, 2012; Waite-Jones & Madill, 2008) that 
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discussed negative aspects of the sibling relationship between the sibling dyad in which one child 

had a chronic illness or disability such as quarreling and negative behaviors such as biting and 

hitting.  In some studies (Angell, Meadan, & Stoner, 2012; Floyd, Costigan, & Richardson, 

2016), siblings viewed these negative behaviors as typical and similar to those that their friends 

experienced.   

Several researchers in the area of sibling relationships have discussed that sibling 

relationships have been linked to children developing social skills, and the ability to manage 

conflicts with other relationships (McHale, Updegraff, & Whiteman, 2012; Whiteman, McHale, 

& Soli, 2011).  The siblings in this study voiced the need to accept the behavior due to the 

child’s developmental challenges/limitations and/or diagnosis.   

Intense Love 

Bronfenbrenner (1977) described daily activities together as the building block of the 

microsystem, including the sibling microsystem.  Studies (Larson & Verma, 1999; McHale, 

Updegraff, & Whiteman, 2012) have shown that the greater amount of time spent by children 

with other individuals increases the child’s development in building social bonds, acquiring new 

skills, and developing the child’s identity.  Both positive and negative feelings within sibling 

dyads have emerged as part of the development that children experience due to this close 

microsystem (McHale, Updegraff, & Whiteman, 2012).  One positive aspect of the sibling dyad 

is the affection siblings have for one another.  One of the most common themes in studies 

(Fisman et al, 2000; Molson & Reyer, 2012; Nielsen et al, 2012; Woodgate et al, 2016) of 

siblings is their love/intimacy that they have for their brother or sister with chronic illness or 

disabilities.  Even though there is a common theme of intimacy and love found in siblings with a 
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brother or sister with chronic illness or disabilities, there are several studies (Cuskelly & Gunn, 

2003; Hodapp & Umbano, 2007; Kaminsky & Dewey, 2001; Pollard, Barry, Freedman, & 

Kotchick, 2013; Skotko, Levine, & Goldstein, 2011) that have reported even higher levels of 

intimacy of siblings of children with Down syndrome compared to siblings of children with other 

chronic illnesses or typically developing brothers or sisters.  In many of the studies the theme of 

love was not always the chosen terminology, instead intimacy was used.  The term intimacy is 

referencing the close familiarity or friendship which many times occur between siblings.  

However, in this study, the word primarily used by the participants was “love”.  An in their 

storytelling the word “love” was described in such a manner that there were strong affectionate 

feelings between the participant and their brother or sister.  

In this study, all of the siblings spoke of their love of their brother or sister.  Not only did 

the siblings describe love toward the brother or sister but also they described that these same 

feelings were reciprocated by their brother or sister through comments of missing the sibling 

during short absences or through actions such as hugging.  According to McHale, Updegraff, and 

Whiteman (2012), much of the relationship of the sibling dyad is formulated in early years with 

influences based on the quality of the relationship and on the family dynamics.  The development 

of the relationship of siblings begins at an early stage when the brother or sister with Down 

syndrome is born.  Therefore, the sibling does not know any other relationship with this child 

except one of love and intimacy.  A study by Dubnow (2016) of siblings of children with 

intellectual disabilities including children with Down syndrome shared that the sibling’s life 

would be worse without their brother or sister because of the love that would be missing.  This 
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same comment was shared by several of the siblings in this study in their discussion about how 

much they loved their sibling. 

In several research studies (Cicirelli, 1995; Frank, 2013) involving sibling across the 

lifespan, there is a correlation between early feelings of closeness, intimacy, and love with closer 

bonds later in life.  These results supported Bowlby (1979/2005) attachment theory that early 

attachment between siblings continue into adulthood and their involvement and relationship with 

their brother or sister.  In sibling studies of children with chronic illnesses and disabilities, the 

findings consistently supported the idea that the sibling dyad displayed more warmth and 

positive effect on one another than negative feelings (Baumann, Dyches, & Braddick, 2005; Kao, 

Plante, & Lobato, 2009; Smith, Romski, & Sevcik, 2013; Stoneman, 2005; Williams et al, 2010). 

Responsibility for My Brother or Sister 

In Erikson’s theory of psychosocial development, the school-age child begins to develop 

what he called “sense of industry” (Erikson, 1968).  During this stage, the child begins to acquire 

new skills and take on the perspective of other individuals instead of only their view and needs.  

A sense of industry may be achieved through taking on some responsibilities in the home such as 

chores.  They also change from a focus of their own needs and what is important to them to one 

of seeing the needs of others such as siblings.  The responsibilities that the siblings voiced, about 

caring and offering assistance with their brother or sister with Down syndrome, is a good 

example of contributing to the development of industry in the siblings.   

This finding of “responsibility for my brother or sister” was similar to a study by 

Dubnow (2016) in which the author found that the school-age siblings of children with 

intellectual disabilities were responsible for helping to get their brother or sister to follow rules 
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and directions as well as comforting and calming the child when upset.  Another study of 

siblings of brothers or sisters with Down syndrome also found a common theme of siblings 

helping the child with Down syndrome especially with learning new things (Skotko, Levine, & 

Goldstein, 2011).  This aspect of caregiving, helping the child with Down syndrome learn new 

things, was also found in this study.  Several siblings reported that they helped their brother or 

sister with learning tasks especially since the child with Down syndrome typically required 

several repeat instructions.  However, these children did not see the task of providing care, 

helping the child learn a new skill, or providing comfort when the child was upsetting as a 

negative behavior but as a natural function of being a sibling.  In contrast, a study by Mulroy et 

al. (2008), found that parents viewed the school-age sibling helping their brother or sister with 

Down syndrome as a burden placed on the sibling.  In another study by Angell, Meadan, and 

Stoner (2012), the theme of caregiving was also discovered through interviews of siblings of 

children with autism spectrum disorder.  However, like the earlier study where parents reported 

that additional burden in caregiving, the siblings in this study viewed the additional 

responsibilities and task as a burden in which the siblings requested not having to do these things 

for all of their lives.  Other studies of siblings of children with chronic illness or disabilities also 

reported greater caregiving responsibilities on the sibling but there was no mention of the 

siblings’ response to the additional task (Cuskelly & Gunn, 2003; Williams et al, 2010).   The 

difference between the current study and most of the literature is that the siblings in this study 

did not describe being responsible for their brother or sister with Down syndrome as being a 

burden. 
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Things Will Change when Child with Down Syndrome Gets Better 

The framework for this study included both Bronfenbrenner’s Bioecological System 

Theory and Erikson’s psychosocial developmental theory, both theories address different aspects 

of the developing child but neither are fully able to articulate the cognitive development of the 

school-age child.  In understanding the theme things will change when child with Down 

syndrome get better, neither theoretical framework seemed to help to explain why the school-age 

sibling would think that their brother or sister would get better.  To gain a greater understanding 

the researcher began exploring other developmental theories that might explain the cognitive 

minds of the school-age child to understanding the meaning of this theme.  The theory that best 

fit an understanding of this theme is Piaget’s theory of cognitive development. 

According to Piaget’s theory of cognitive development, school-age children view the 

world around them in a concrete manner while older children, adolescents, have a greater 

capacity to think of things in a more abstract manner and with views in the future (Piaget, 

1951/1974).  In this study, the siblings were between the ages of eight to eleven years of age, 

which is consistent with Piaget’s stage of concrete operations.  Most children of school age tend 

to focus more on the present and the past rather than on the future and what they can expect 

(Koopman, Baars, Chaplin, & Zwinderman, 2004).  For many of the siblings in this study, the 

stories and information they relayed centered on concrete information such as what their brother 

or sister could or could not do in relation to what most children are able to do.  This ability to 

think logically is referred to as inductive reasoning.  Most school-age children are able to 

inductively reason, that is, taking specific ideas and relating them to general principles.  In this 
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study, siblings were able to tell stories of specific events or behaviors of their brother or sister 

and relate these behaviors to the relationship between the sibling dyad.   

During this stage of cognitive development, children have difficulty with deductive 

reasoning that is taking the general principles and conveying the outcome of an event.  In this 

study, the participants had difficulty explaining the general principle of the child’s behavior to 

explain why their brother or sister acted the way they did in various situations.  The children also 

had difficulty understanding that the brother or sister’s current behaviors might continue into the 

future but instead viewed the outcome as continuing to change as they observed things occurring 

in general.  The siblings’ responses and stories, shared with this researcher, supported Piaget’s 

view of concrete operational stage.  For many of the participants, their brother or sister’s Down 

syndrome was described in relation to physical attributes such as having difficulty with 

communication, learning, and difficulty in doing simple tasks.  The siblings did not understand 

that the diagnosis went beyond what they could visualize or observe.  In attempting to explain 

the cause and effect of the diagnosis of Down syndrome, some of the siblings stated things such 

as “extra bone in the body” and “extra chromosome” but when asked to tell the researcher more 

the siblings were unable to explain what this meant, only that this is what they had been told by 

their parents.  According to Koopman et al. (2004), children’s understanding of cause of illnesses 

between the ages of eight to twelve years is “primarily concentrated on the outside world and 

external situations” (p. 366).  Therefore, the descriptions that the siblings provided about Down 

syndrome were in congruent with the findings of Koopman’s study.  The children primarily 

described what they could see or the external views.  The children also informed the researcher 

that the child with Down syndrome would out-grow the diagnosis since their understanding of 
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illnesses is that they are temporary because that is the reference that most children understand 

about illnesses.       

According to Piaget’s theory, children in the concrete operational stage tend to focus on 

the present and recent past, with little thought about the future.  The current study participants 

supported this view by telling stories about recent past events and having difficulty recalling 

their relationship with their brother or sister prior to becoming school age.  The one exception to 

the concentration of life in the present or near past is that more than half of the participants 

described that their brother or sister would get better in the future.  Children in the school-age 

years rarely begin to think about the future.  However, children in this stage do understand that 

events and things will change over time and that they may not be constant (CDC, 2016).  The 

siblings in this study may have perceived their brother or sister as changing as they see with 

other individuals that their health or illness also changes over time and that the child with Down 

syndrome will get better. 

No current evidence in the literature correlated with the theme of “things will change 

when child with Down syndrome gets better”.  However, two studies (Graff et al, 2012; Skotko 

& Levine, 2012) did report that siblings learned about Down syndrome primarily from their 

parents and that the siblings articulated that they lacked knowledge about the diagnosis.  Most of 

the siblings in the current study had limited understanding of Down syndrome; however, this did 

not seem to alter their feelings and behaviors towards their brother or sister with Down 

syndrome.    
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No Difference from Other Families 

Many researchers agreed that having a child with a disability has a great impact on the 

family system (Baumann, Dyches, & Braddick, 2005; Giallo & Gavidia-Payne, 2008; Granat, 

Nordgren, Rein, & Sonnander, 2012; Serdity & Burgaman, 2012).  Bronfenbrenner’s (2005) 

Bioecological System Theory discusses microsystems where the child both influences and is 

influenced by the microsystems.  The microsystem of the family both influences the members of 

the family but also the individual members of the family will influence the family as a whole.  

Therefore, a child with Down syndrome will have an impact on the family unit and members 

within the family.  

The theme of “No difference from other families” emerged when children spoke about 

their families in comparison to their friend’s families.  This theme paralleled other studies 

(Angell, Meadan, & Stoner, 2012; Skotko, Levine, & Goldstein, 2011) in that the siblings did not 

view their family or the relationship of the sibling dyad in the family as being different from 

those of their friends.  In both of these studies, the siblings were primarily school age.  A study 

by Graff et al. (2012) found that adolescent siblings did voice an impact of having a brother or 

sister with Down syndrome on their family and therefore one can assume that these siblings did 

view their family as being different.  The major difference between the current study and the 

study by Graff et al. (2012) is the age of the siblings interviewed.  In the study by Graff et al. 

(2012), the participants were adolescent while the participants in the current study are school-age 

siblings.  As a result the participants in the current study through the use of inductive reasoning, 

likely took their observations of their own family compared those observations to those of their 

friend’s families and concluded that there were no differences. 
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Impact on Other Relationships 

Bronfenbrenner’s (2005) theory on Bioecological System describes the sibling dyad in 

the family microsystem as having an impact on the sibling relationship.  At the same time, other 

dyads are developing and occurring with school-age child as they move from their home as being 

the center of their lives to other environments including the school.  This move into other 

environments creates new relationships for the school-age child including peers, teachers, and 

other adults they meet on a daily basis.  As the school-age child spends a greater period of time 

outside of the family and more in schools or neighborhoods, the assumption is that the child will 

spend greater time with peers and other adults instead of their brothers, sisters, and parents.  In 

contact with individuals outside of the family, the sibling may encounter others who have a 

different view of their brother or sister with Down syndrome.  According to Bronfenbrenner 

(2005), these different views and interactions may in turn cause confusion and disruption in the 

relationship that the sibling has with their brother or sister with Down syndrome. 

The theme of “impact on other relationships” in this study primarily focused on difficulty 

by the sibling handling negative comments about their brother or sister and Down syndrome 

from friends or adults other than family members.  These findings were similar to a qualitative 

study by Moyson and Roeyers (2012) in which the authors found that siblings of children with 

intellectual disabilities wanted to learn more about how to better deal with the behaviors and 

reactions of others outside of their immediate family.  The children in this study reported being 

exposed to others who made negative comments about their brother or sister with an intellectual 

disability and as a result, the siblings experienced feelings of sadness and anger.  In the current 

study, siblings also relayed stories of others making comments about their brother or sister with 
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Down syndrome and some of the siblings conveyed feelings of sadness and frustration about not 

knowing how to deal with these comments.    

A study by Angell, Meadan, and Stoner (2012), who interviewed siblings between the 

ages of seven to fifteen years, also discussed siblings’ concern about negative comments and 

bullying of their sibling with autism spectrum disorder.  The authors labeled this theme under the 

context of cohesion between the siblings and their brothers or sisters with autism spectrum 

disorder.  They summarized that due to the intense love that these siblings had for their brother 

or sister with autism spectrum disorder the siblings would be equally receptive to negative 

comments resulting in sadness.  For some of the participants in Angell, Meadan, and Stoner’s 

(2012) study, their sadness and negative feeling focused on embarrassment and frustration with 

the brother or sister’s behavior.  In the current study, the siblings did express both intense love 

and sadness for negative comments but there was no discussion by the siblings of bullying.  The 

siblings in this study talked about positive comments by their friends for their brother or sister 

but did talk about the child with Down syndrome having limited number of friends their age.  

The difference between the two studies is that the current study focused on children with Down 

syndrome, while the study by Angell, Meadan, and Stoner focused on children with autism 

spectrum disorder.  In other studies (Dubnow, 2016; Kaminsky & Dewey, 2001, Moyson & 

Roeyers, 2012) that compared the two groups, Down syndrome and autism spectrum disorder, 

the authors did find that there were differences in how others perceived the child with autism 

spectrum disorder compared to Down syndrome.  The child with autism spectrum disorder, 

based on the severity of the child’s behavior, resulted in greater relationship issues with peers 

including social awkwardness and social withdrawal by the sibling to avoid interactions and 
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negative comments than a sibling of a brother or sister with Down syndrome.  Siblings of 

children with Down syndrome reported siblings receiving greater social support from friends and 

school peers.       

Summary of the Discussion 

Seven themes describing the lived experience of siblings of children with Down 

syndrome emerged from this interpretative phenomenological study.  Some of the themes 

supported by existing literature were intense love, responsibility for my brother or sister, and 

impact on other relationships.  One theme, no difference from other families, was confirmed by 

some studies while at the same time other studies countered this finding.  The difference 

however may be because of the age and cognitive development of the siblings included in the 

studies.  The studies that showed differences in their results involved adolescent siblings, while 

the current study and other studies involved school-age siblings.  The theme always together was 

unique in that there were no other studies that reported siblings and their brother or sister 

spending the majority of their time together.  There were studies that conveyed the closeness of 

the siblings in time spent together and common activities but not to the degree that the current 

study presented.  This current study found that siblings voiced that they spent almost all of their 

time together with their brother or sister with Down syndrome.  In the theme tolerance, this 

study found that siblings voiced the need to tolerate the negative behavior of the brother or sister 

with Down syndrome due to the child’s developmental abilities or diagnosis.  Other studies 

related that there were negative behaviors that the siblings experienced and that these behaviors 

were considered normal for the sibling relationship but no mention of the need to tolerate the 

behavior was discussed.  Finally, the last theme things will change when child with Down 



94 

 

syndrome gets better was not found in any current literature.  However, there were studies that 

pointed out the need for education of siblings about their brother or sister’s diagnosis, primarily 

to deal with explaining to others about the behavior of the child or what was wrong with the 

child. 

Integration of Philosophical Perspective 

While the worldview of the researcher was based on reciprocal interaction, there were 

some assumptions that were inherent with this worldview.  One of the assumptions is the idea 

that multiple realities exist and that each individual views their reality as the truth. In using a 

qualitative approach, especially interpretive phenomenology, the researcher allowed the 

individuals (siblings), to have their own realities as the purpose of the study was for the 

researcher to gain greater understanding of reality from that individual.  While each child had 

their own realities, the researcher was able to find shared meanings with the children based on 

their relationship with a brother or sister.  

The epistemology of the researcher was based on constructionism, which is supportive of 

the methodology used in this study, interpretive phenomenology.  One of the major tenets is that 

meaning is constructed by the individual.  The researcher had to work with the sibling to 

understand what the meaning was for the child so as to construct the meaning for the researcher.  

Another tenet was that meanings are constructed from engaging in the world.  By having the 

siblings tell their stories to a new individual, the children were able to construct their own 

meaning.  Having the children complete drawings helped them to engage in their world to 

construct meaning or thoughts related to their lived experience.    Both the researcher’s 
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worldview and epistemology assisted in selecting the methodology for exploring the meaning of 

the lived experience.  

Integration with Theoretical Framework 

Interpreting and analyzing the study result using the theoretical frameworks of 

Bronfenbrenner’s Bioecological System Theory and Erikson’s psychosocial developmental 

theory allowed the researcher to gain a better understanding of how the participants viewed being 

a sibling of a child with Down syndrome.  Through Bronfenbrenner’s theory the researcher was 

able to view how the siblings within the microsystem were able to influence one another.  But 

also the sibling was influenced by friends and other families.  These influences and 

understanding of the influences that the environment has on an individual helped to understand 

some of the themes that emerged from the siblings’ stories.  These themes were: always together, 

intense love, no different than other families, and impact on other relationships.   

The theory by Erikson on the child’s development in the fourth stage of industry versus 

inferiority also helped the research to understand several other themes that emerged: tolerance 

and responsibility for my brother or sister.   Erikson’s theory provided understanding about the 

task that the child is attempting to master at this stage of life which would support the child 

taking on responsibilities to help another member of the family and the ability to tolerate various 

behaviors by the child as well as recognize that the child with Down syndrome needed tolerance 

for some of the behaviors that may have been an issue with other children who do not have 

Down syndrome.   

There was one theme, things will change when child with Down syndrome gets better, in 

which the researcher had difficulty understanding in context with the two theoretical frameworks 
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for this study.  The researcher had to go beyond the framework of this study to find 

understanding for the thoughts and meaning of the siblings regarding this theme.  What was 

needed was a greater understanding of the cognitive development of the siblings at this stage 

which lead to examining Piaget’s cognitive developmental theory.  Piaget’s theory placed the 

siblings in the concrete operational stage which helped the researcher understand the siblings’ 

limited understanding of the diagnosis of Down syndrome and the lack of deductive reasoning 

which would help the sibling to understand that the future of the child would not result in getting 

better. 

The original theoretical framework of this study consisted of two theories, 

Bronfenbrenner’s Bioecological System Theory and Erikson’s psychosocial theory, fused 

together to provide the understanding of the relationship between the sibling and the child with 

Down syndrome.  However, there was one aspect of the sibling’s development that was not 

address with the two theories, which is the cognitive development of the child.  This is an 

important element since the school-age is when the cognitive development is important to 

understanding what the child understands about their world and in particular about Down 

syndrome and their sibling.  For this reason, I would propose that original study framework be 

amended to include a third theory, Piaget’s theory of cognitive development.  In adding this 

theory the theoretical framework would be inclusive of all aspects of the developing child. 

Study Strengths 

This study had several strengths.  The strengths included the siblings’ voice in presenting 

the information, multiple interviews with the children, and the researcher’s experience working 

with children. 
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In the past, many researchers have approached the study of sibling relationship through 

the perspective of either parents or older siblings, especially regarding younger children (Arnold, 

Heller & Kramer, 2012; Dew, Balandin & Llewellyn, 2008; Mandleco & Webb, 2015).  The 

rationale is that school-age children may not be able to articulate the experience of being a 

sibling or have the communication skills necessary to provide adequate information.  Based on 

the belief that school-age children are able to convey their feelings and tell stories, this study 

added the element of drawing to assist children with telling their stories of living with a brother 

or sister with Down syndrome.  This allowed the sibling an opportunity to reflect on their 

drawings and provide additional information about the relationship that they have with their 

brother or sister with Down syndrome. 

In this study, children were interviewed at two different times typically a week apart, 

however, for one child the second interview occurred approximately two weeks after the first 

interview due to family commitments away from home.  The purpose of the second interview 

was not only beneficial to assure that the researcher had an understanding of the child’s lived 

experience but also gave the participant an opportunity to provide more stories of the interactions 

and relationship with the brother or sister with Down syndrome. 

The previous work with children by the researcher was important in interviewing children 

and helping the child to become comfortable with sharing their lived experience.  According to 

other researchers incorporating rapport building into the interviews, using developmentally 

appropriate language, and asking carefully thought-out questions assist with gathering 

information from the child (Moyson & Roeyers, 2012).  This experience leads children to 

become open with their thoughts and stories by giving children sufficient time to develop their 
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thoughts.  The researcher was able to convey, during the interview, that there were no “right” 

responses to what they had to share.  In addition, using drawings the researcher allowed the child 

to relax and enjoy the experience.  Some of the children stated that they were glad to have 

participated in the study.  Caroline voiced this when she stated, “I’m glad I was able to tell you 

what it is like to love my sister not everyone understands.”   

Study Limitations 

As with all studies, there are limitations primarily due to the nature of studying human 

reactions and relationships.  In this study, the limitations included possible influence by the 

presence of parents being present or within hearing of the child’s stories and the inherent need of 

school-age children to say positive things and avoid negative comments, which may look poorly 

on the child. 

The purpose of this study was to explore the meanings of the relationship of school-age 

siblings of brother or sisters with Down syndrome in order to gain a greater understanding of the 

lived experience from the view point of the school-age sibling.  Qualitative research approaches 

are not intended to generalize the finding to other populations or other siblings, but to understand 

the lived experience from one group of participants at one point in time.  The hope is that this 

study would provide enough information to develop future research endeavors in siblings’ 

experiences.   

In this study, parents were permitted to determine their presence or absence during the 

interviewing of the children.  In all but one interview, the parents elected to stay within close 

proximity to the child during the interview process in which they could over hear the 

conversation between the researcher and child.  For most of the interviews, after the first few 
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minutes, the children did not seem to notice or pay attention to the parent in the room.  There 

was one child who did look at the parent frequently during the interview and would ask the 

parent for affirmation for what he said.  While interviewing children without the parent’s 

presence would have been ideal, parents may have been more reluctant to allow their child to 

participate.  In an ideal world, the use of an interviewing room with a two-way mirror might 

have been removed this limitation.  However, this type of room was not available to the 

researcher and may have created an uncomfortable environment for the child, unlike the child’s 

home. 

The final limitation is the concern that school-age children, in the hopes of being 

accepted and to provide a positive image of themselves, might have responded in a manner that 

did not articulate the full story about their lived experience.  This was of particular concern in the 

beginning when the first child seemed to look at the parent for approval especially if he had 

anything negative to say about the family or sister with Down syndrome.  In this study, it was not 

uncommon when the siblings voiced a negative aspect to the relationship within the sibling dyad, 

the siblings would counter the negative statement with a statement that was positive.  This 

presentation of following a negative comment with a positive comment was also found in other 

studies (Angell, Meadan, and Stoner, 2012; Moyson & Roeyers, 2012).  In the Moyson and 

Roeyers study, the researchers interviewed the sibling at three different points in time in part to 

establish relationship and to build on previous interviews.  In this study, the researchers reported 

the importance of developing a relationship between the interviewer and the sibling to improve 

the quality of the study.  As with the current study, the researchers found that the siblings 

reported negative behaviors with either explanations or statements that reflected something 



100 

 

positive about the child with intellectual disability.  The siblings did report the need for private 

time away from the sibling, which was not communicated in the current study; instead the 

siblings seemed happy with spending all of their time with their brother or sister with Down 

syndrome.  However, a few children did talk about how they were able to get alone time with 

their friends. 

Implications for the Future 

As with many other studies, there is the need for additional work to improve the lives of 

siblings in cases in which one child has Down syndrome.  Involvement in the practice of 

supporting families of children with Down syndrome should include siblings along with other 

members of the family.  Education for healthcare providers is essential to improving the 

relationship with the siblings and advocating for their needs in services and support.  Finally, 

more research is needed to gain a greater understanding of the relationship between the sibling 

and the child with Down syndrome and sustainability of the relationship due in part to the long-

term survival of the child with Down syndrome. 

Practice 

Although interventions for siblings was not the focus of this study, practice implications 

can be inferred due to the enhanced understanding of the school-age child’s experience of having 

a brother or sister with Down syndrome.  In the findings, siblings showed that their relationship 

with their brother or sister with Down syndrome was primarily a positive interaction.  However, 

even though the relationship is positive, there were some stories and information that were 

conveyed about their frustrations with other individuals’ comments, which may require outside 

support to discuss their frustrations.  At the same time, as the sibling continues to develop 
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cognitively and socially, the child may need support to find balance in their lives for interactions 

with others.  According to Bronfenbrenner (2005), siblings are not isolated individuals but are 

members of multiple microsystems including the microsystem of the family.  Therefore, 

inclusion of the family in working with the sibling to establish balance would also be very 

important.   

One way for nurses to become advocates for siblings is to provide education and support 

alliances with organizations that support the sibling relationship.  One such organization is the 

Sibling Leadership Network whose mission is to “provide siblings of individuals with disabilities 

the information, support, and tools to advocate with their brothers and sisters and to promote the 

issues important to them and their entire families” (The Sibling Leadership Network, 2016).  In 

2000, Congress added to Title 11, The Families of Children with Disabilities Support Act, to 

promote and improve support services for family members providing care to individuals with 

disabilities (Developmental Disabilities Assistance and Bill of Rights Act of 2000).  According 

to this act, family is defined by each individual State.  However, in most states, siblings are not 

included in the definition of families, which would allow support for siblings of children with 

Down syndrome (Arnold, Burke, & Bolyanatz, June 5, 2014).  Nurses should advocate for 

siblings to receive assistance greatly needed to help educate, support, and find resources 

throughout their lifespan. 

Education 

Many of the siblings voiced that the child with Down syndrome would outgrow the 

diagnosis of Down syndrome and become “normal”.  According to the siblings, all of the 

information that the siblings obtained about the diagnosis and what the future entails has been 



102 

 

provided by the parents.  In addition, according to the siblings, none of them had participated in 

groups or activities with other siblings of children with Down syndrome even though some of the 

children relayed that their parents knew other parents of children with Down syndrome.  There is 

an obvious need for sibling education whether by the parents, healthcare providers, or sibling 

groups.  At the same time, since parents are an integral part of a child’s life, the parent should 

also receive education regarding how to help the sibling through a life-long relationship with 

their brother or sister with Down syndrome.  Healthcare individuals in contact with school-age 

siblings of children with Down syndrome may need a greater awareness of the sibling’s 

understandings of the illness through asking the sibling what their experience is and listening to 

their stories.  In turn, through the voices of the siblings, nurses and others may be able to provide 

individual interventions to assist the siblings. 

Research 

This phenomenological study provides the foundation for future research with siblings of 

children with Down syndrome.  Further replication of the study with different samples in other 

settings would be beneficial since this study took place with siblings in one specific city in the 

southwest region of the United States.  In this study, all of the children were Caucasian and 

appeared to be financially well off.  Research on children of varied cultures and ethnic 

backgrounds may provide a broader picture of the lived experiences of sibling with brother or 

sisters with Down syndrome.   

One of the themes in this study was “Always together”.  This theme was not consistent 

with other studies or difficult to measure.  A future exploration in sibling relationship would be 

to examine the amount of time that sibling dyads spend together in relation to the sibling’s 
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development and other relationships that the siblings have or will have in the future.  

Longitudinal studies with siblings of brothers or sisters with Down syndrome may provide useful 

information about the developmental needs of the non-affected siblings and how their views 

continue to evolve throughout various stages of development.  In addition, longitudinal studies 

are needed to increase knowledge about the awareness of the sibling related to their future 

involvement in the care of their brother or sister with Down syndrome. 

Conclusion 

This study provides important information about the lived experiences of school-age 

siblings of children with Down syndrome.  The children in this study were eager and willing to 

share their stories about their lived experiences with having a brother or sister with Down 

syndrome.  The themes that emerged provide an insight into the lived experience this group of 

school-age children.  In the past, research studies of siblings with brothers or sisters with Down 

syndrome were limited to the reports of parents or an older child in the family to convey the 

stories and experiences of the sibling.  As we begin to hear sibling’s voices, we may begin to see 

what we need to do in the future to help with support and future research. 
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APPENDIX A 

THE UNIVERSITY OF ARIZONA HSPP APPROVAL FORM DATED DECEMBER 2014 
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APPENDIX B 

THE UNIVERSITY OF ARIZONA HSPP APPROVAL FORM FOR EXTENSION OF THE 

RESEARCH DATED NOVEMBER 2015 
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THE UNIVERSITY OF ARIZONA CONSENT TO PARTICIPATE IN RESEARCH  
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THE UNIVERSITY OF ARIZONA CONSENT TO PARTICIPATE IN 
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Siblings of Children with Down Syndrome: Voices Heard 

Assent Guide Script: 

Introduction 

1. My name is Kim Sutter and I am talking with children who have a brother or sister with 

Down syndrome. 

2. I have spoken to your mother (father or parents) and they have given me permission to 

talk with you. 

Review the assent form 

1. Before I talk with you about you and your brother (sister), I need you to agree to 

participate in my study. 

2. I am going to read to you a form that gives me permission from you to be involved in this 

study. 

3. Researcher will read the Assent form to the child. 

4. (To assure that the child understands what has been read to them the following three 

questions will be asked of the child): 

a. Could you tell me what the purpose of this study is? 

b. Tell me if you have to take part in this study or do you want to take part in this 

study. 

c. Tell me what you need to do if you would like to stop helping with this study. 

5. Do you have any questions about what I read to you? 

6. Do you have any questions about the study? 

7. Would you like to participate in my study?  
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8. If the child agrees, the child will print their name and sign below their name on the assent 

form. 
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To families of children with Down syndrome, 

 

I am a Doctoral student in Nursing at the University of Arizona and I am conducting a research 

study to complete my dissertation.  The purpose of the study is to understand the experiences of 

children who have a brother or sister with Down syndrome.  I am looking for children who meet 

the following criteria: 

 The child who is between 6 to 11 years of age 

 The child who has a brother or sister with Down syndrome 

 The child who is no more than 5 years older or younger than the brother or sister with 

Down syndrome 

 The child who lives in the same household as the child with Down syndrome 

 The child and parents must understand and speak English 

 

The study consists of 2 interviews, each lasting approximately 1 hour.  An optional 3
rd

 interview 

may be conducted to obtain further information.  Participation is completely voluntary, however, 

consent by both parent and child must be given to participate in the study.  For participating in 

the study, each child will receive a small gift. 

If you are interested in participating in this study or have any questions about the study, please 

contact me either by email (  or by phone ). 

 

Kimberlee Sutter, MS, RN 

Doctoral Student, College of Nursing 

University of Arizona 
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Siblings of Children with Down Syndrome: Voices Heard 

Interview Guide--Tentative areas that may be explored: 

Interview #1 (Establishing rapport) 

3. How is your day so far?  Or what did you do today?  [Ice-breaker] 

4. Tell me what it is like to have a brother (sister) with Down syndrome. 

5. Tell me about the first time you knew that your brother (sister) had Down syndrome. 

6. Tell me about what a day is like for you with a brother (sister) with Down syndrome. 

7. I would like you to draw a picture of your family. 

Following drawing, prompts:  Tell me about your drawing.  Who are in your drawing?  

What is this person thinking or feeling?  

Interview #2 

9. Previously, you talked about…  Would you tell me about a specific time that happened? 

10. In your previous picture, you showed a brother (sister) who was feeling…  Would you 

tell me more about these feelings? 

11. Tell me how having a brother (sister) with Down syndrome has changed things for you.  

Prompt: Tell me about a day with your brother (sister) with Down syndrome and how 

things may have been different. 

12. I would like you to draw a picture of you and your brother (sister) with Down syndrome. 

Following drawing, prompts:  Tell me about your drawing.  Who are in your drawing?  

What is this person thinking or feeling? 

Interview #3 (if the child was unable to provide information until the second interview, a third 

interview will be used to clarify information. 
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1.  Previously, you mentioned [EXPERIENCE].  Would you tell me more about that? 

2. It seems like [EXPERIENCE] has meant [INTERPRETATION] to you with having a 

brother (sister) with Down syndrome.  Is this how you see what has happened? 

 

Debriefing Section after each interview: 

1. Do you have any questions? 

2. What are you going to do now? 

 

Debriefing Section on the final interview: 

1. After interviewing you, it seems like the experience of having a brother (sister) with 

Down syndrome is [INTERPRETATIONs].  What do you think of this?   

2. Do you have any ideas on what we might do with this information? 

3. How has this been for you to talk and draw about your experiences? 

4. Is there anything that you would like to tell me further? 

 

  



127 

 

 

 

 

 

 

 

 

 

 

APPENDIX H 

THEMES 

  



128 

 

Theme Child Quote 

Always together 

 

Danny “We are going to my soccer game this Saturday she always goes 

whenever I go places” 

Doug “I spend time with other kids…my sister followed us on her little 

bike.”   

 “My sister and I go to the same school but this is another time we are 

not together but I see my sister [at school]” 

 “We are together almost all of the time except at school she is in 

another class than I am because I am in third grade.” 

Michael “My sister and I play all of the time even when my friends come over 

to play she even goes to my friend’s house with me.” 

Raphael “She is not much like other kids and I play with her a lot…probable 

because she acts younger than her age so she and a lot of people 

probable play with their younger brother or sister whose like 2 or 

3…if she acted older she might be drawn into some other things and 

she might have more friends cause right now when has a little bit 

trouble speaking like talking.” 

 

Kyle “I like playing with her we play a game or run around the table with 

the dog we play until we get tired…I really like having a sister it is 

different than having a brother [sister] don’t really boss you around.” 

“I play with her [sister] a lot and in the afternoon we will go to our 

friend’s house for a couple of hours…she [sister] always comes with 

me wherever I go.” 

Tolerance 

 

Danny “Sometimes it is annoying to have a sister but not all of the time…I 

still care about her” 

Doug “She pushed me off my bed and then she punched me we both got 

sent to our rooms” 

“She wants to be like me…sometimes it gets really annoying and both 

of us get in trouble.” 

“She always steals the TV from me while I watch my favorite 

show...and pushes me off the couch I don’t get mad at her I just go to 

my computer.” 

Kyle "Sometimes I get mad and say stop then I go to my Mom and Dad 

they say stop she listens…I get mad when she won’t listen to me."   

Caroline "She doesn’t really embarrass me but like she will grab my friend’s 

hand and walk up stairs and lock her in the room and she will have to 

play with her and it gets a little annoying.  Lot of my friends are nice 

to her."  

"I am more patience because of my sister." 

Intense love  

 

Katie “I love my brother more than other friends like their brothers” 

Doug “I love her and would not want to not have her.” 

Michael “I really love my sister she is special in my heart” 

Caroline “She is my sister and I love her a lot.” 

Kyle "She is my sister and I love her"    

Responsibility for 

my brother or 

Danny “I sometimes try to cheer her up when she cries so like once in the car 

she was crying really loudly so I gave her a toy so she stopped.” 
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Theme Child Quote 

sister 

 

Doug  “I don’t like it when she cries and tell her it is ok and get the iPad” 

Raphael “Most of the time I am cleaning up after her...she will play in the 

living room with all the like toys and stuff and blocks and then 

sometimes she will drop food on the floor.” 

"I am a little protective of her because she has Down syndrome she 

does things that might hurt her"   

Things will change 

when child with 

Down syndrome 

gets better 

Raphael "When she gets older she might have problem with driving but she 

will be normal" 

Kyle "She will get better when she is older, it [Down syndrome] goes 

away." 

No difference from 

other families 

 

Katie  “We are different because I only have one brother and some families 

have a brother and some of my friends don’t have a little brother…no 

we are not different because he has Down syndrome.”  

“I think it [living with brother with Down syndrome] is the same 

maybe a little different because I like to play with my brother.” 

“We are better because my brother has Down syndrome…he’s very 

lovable, kind, funny, and happy that makes us happy…maybe that is 

what Down syndrome is they are happier and funnier than other 

kids.” 

Doug “Our family is no different than other kids families we are alike and 

do the same things” 

“We do the same things as other families...do things together and go 

on vacations.” 

Michael “We are the same as everyone else’s families except we have another 

house.” 

Impact on other 

relationships 

 

Doug “Sometimes someone will ask me about my sister but usually they say 

she is cute…one person asked my mom what was wrong with her 

[sister] she told them she had Down syndrome but I think it was 

because she was tired and crying.” 

Michael "Once I heard a lady say that it was sad about my sister if she had a 

child like my sister she would get rid of it I asked my Mom what 

getting rid of it meant and she cried I won't ask her again but I wonder 

what the lady meant" 

 “Friends say she [sister] is so cute and I wish she was mine.” 

“Comes to my class to say hi to me and everyone in my class says hi 

to her and they say she is so cute…I really like Kyle this.” 

"I tell them it makes them different than anyone else…it is a good 

differences." 
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