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ABSTRACT
NATASHA SHUKLA
PSYCHOLOGICAL IMPLICATIONS OF AFFILIATE STIGMA ON SIBLINGS
OF INDIVIDUALS WITH INTELLECTUAL DISABILITIES
AUGUST 2021

Siblings of people with intellectual disabilities (PWID) are a growing population
in the United States (US). The literature on siblings of PWID has often been
contradictory with some researchers claiming that growing up with a PWID has positive
effects while others have found some siblings are at risk of developing psychological
difficulties. While investigators have not explored the factors that impact some siblings to
be at higher risk of poorer psychological functioning, the literature on caregivers suggests
affiliate stigma may negatively impact parents’ mental health. Therefore, the researcher
aimed to be the first to investigate whether the relationships previously found in the
literature between affiliate stigma and caregivers are significant for adult siblings.
Through the proposed study, the researcher explored the relationship among affiliate
stigma, depression, anxiety, perceived behavioral problems, and psychological well-being
among siblings. The investigator recruited 110 participants electronically through social
media websites and listservs specifically associated with intellectual disability
organizations and sibling support groups. Using PsychData, participants completed a
short demographic questionnaire and respond to six surveys measuring affiliate stigma,
psychological well-being, depression, anxiety, social desirability, and their siblings’

behavioral problems. The researcher used correlation and regression analyses to explore
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the relationships between these variables. A mediation analysis was conducted to
examine the mediating role of affiliate stigma on the association between behavioral
problems of the PWID and dependent variables (i.e., psychological well-being,
depression, and anxiety). Results revealed Hypotheses 1-3 were confirmed suggesting
affiliate stigma was associated with higher levels of depressive and anxiety symptoms
and lower psychological well-being. However, Hypotheses 4-6 revealed a full mediation
suggesting the behavioral problems of the PWID do not have a significant impact on a
sibling’s psychological well-being, depression, or anxiety when affiliate stigma is
accounted for. Experiencing affiliate stigma appears to serve a role in the mental health
of siblings of PWID. The current study contributes to the sparse literature on the

experiences of adult siblings of PWID.
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CHAPTER |
INTRODUCTION

According to the 2015 U.S. Census Bureau, approximately 56.7 million people
live with a disability. Of these, 6.5 million people have an intellectual disability (ID; U.S.
Census Bureau, 2015). Throughout history, people with disabilities (PWD) have been
stigmatized for not conforming to societal norms and subsequently treated unfairly.
Although there are some notable exceptions, unfair treatment has occurred universally
across time, cultures, and contexts. Such treatments ranged from putting PWDs in cellars
for others to gawk over for an admission price in early colonial America to being sent to
schools referred to as “Institution for Idiots” in Massachusetts in the 1800s (Seguin,
1907). Other inhumane treatments consisted of individuals sterilizing people with
intellectual disabilities, often without their consent, out of fear of passing along “inferior”
traits to children and excluding individuals from attending school (Ferri & Connor,
2005). While U.S. society has significantly progressed since these times with the
emergence of the disability rights movement and the Americans with Disabilities Act of
1990 (ADA), individuals with disabilities have continued to face stigmatization by being
discriminated against and denied access to housing, education, and equal opportunities in
the workplace (Beart et al., 2005; Cooney et al., 2006; Jahoda et al., 1989; Linton, 1998;
Miller & Keys, 1996).
Definition of Intellectual Disability

According to the ADA of 1990, a person with a disability is defined as an

individual who has a physical or mental impairment that imposes a restriction on one or
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more major life activities. Major life activities include walking, talking, seeing, hearing,
thinking, learning, reading, caring for oneself, and other types of activities not
specifically detailed (ADA, 1990). While the ADA does attempt to provide a
comprehensive definition of the term disability, it fails to outline and discuss specifically
the various types of disabilities people face.

According to the Diagnostic and Statistical Manual of Mental Disorders (DSM-
5), the term intellectual disability has replaced the antiquated and derogatory term of
mental retardation (American Psychiatric Association, 2013). ID encompasses
impairments in cognitive functioning that impact daily functioning in three domains: 1)
skills in language, reading, writing, knowledge and memory; 2) socially, such as having
empathy, ability to maintain and retain relationships, and interpersonal communication;
and 3) self-management skills such as the ability to manage money, personal care, job
responsibilities, and complete school or work activities (American Psychiatric
Association, 2013). IDs include fetal alcohol syndrome (FAS), Down syndrome (DS),
and fragile X syndrome (FXS). There are many other types of intellectual disorders, some
with known causes and others whose etiology is unknown.
Stigma toward Intellectual Disabilities

People with intellectual disabilities (PWID) are one of the most socially excluded
and stigmatized groups within society (Ali et al., 2012). The public’s awareness and
understanding of PWID is limited across various cultures, which further perpetuates
misconceptions and creates inaccurate assumptions about the person and their families.

Stigma refers to negative views or stereotypes attributed to a person or groups of people
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when their attributes are considered different from or inferior to societal norms (Corrigan,
2000; Dudley, 2000; Goffman, 1963). Stigma is typically directed toward individuals of
marginalized groups such as those disadvantaged by gender, race/ethnicity, sexual
orientation, disability status, size, age, faith orientation, and nationality.

Types of stigma include public, self-stigma, stigma by association (courtesy
stigma), and affiliate stigma (Chang et al., 2016; Corrigan, 2000). Public stigma refers to
the attitudes and reactions about a stigmatized group and/or person from the general
population (Corrigan, 2000). For instance, some individuals may endorse negative stigma
related to mental illness, such as erroneously believing that those with mental illnesses
should be feared and excluded from society due to their sometimes-unusual behaviors
(Corrigan & Watson, 2002). Self-stigma refers to internalizing society’s stigmatizing
ideas which in turn may negatively impact one’s self-esteem (Corrigan & Watson, 2002).
Researchers have found that stigma has an adverse impact on PWDs’ psychological well-
being as it negatively affects their self-esteem (Dagnan & Waring, 2004; Szivos-Bach,
1993). Individuals who perceive higher levels of stigma are more likely to report lower
levels of self-esteem (Paterson et al., 2012).

Courtesy stigma refers to the experiences of those who are close to the
stigmatized individual such as parents, siblings, friends, and professionals (Ali et al.,
2012). Courtesy stigma contains the “stereotypes of blame, shame, and contamination”
(Larson & Corrigan, 2008, p. 88), which may result in family members being teased,
blamed, or held responsible for the person’s disability (Larson & Corrigan, 2008). An

example of courtesy stigma is when other adults may think poorly of a parent whose
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child has been diagnosed with attention deficit/hyperactivity disorder (ADHD). Courtesy
stigma is a frequent occurrence for individuals with disabilities and their families as it has
impacted parents of children with disabilities such as ADHD (Mikami et al., 2015),
physical disabilities (Green, 2003), and IDs (Shin et al., 2006). Historically, parents have
been blamed for their child’s disability, with others assuming that the child may have
received inadequate parenting or that the parents were genetically flawed (Lebowitz et
al., 2016). Researchers have found that courtesy stigma against parents may lead them to
internalize these experiences which results in affiliate stigma (Mikami et al., 2015).

Mak and Cheung (2008) differentiated between the stigmatic perceptions of the
general population about family members (i.e., courtesy stigma) and the family members’
internalization of these evaluations. The latter has been termed affiliate stigma, which
refers to the self-stigmatization of negative emotions and experiences by association of
the marginalized person (Werner & Shulman, 2015). An example of this occurs when a
parent of a child with a disability feels shame or distress taking their child out in public
and chooses to avoid contact with others as a result. Stigma, particularly courtesy stigma,
is correlated with higher levels of parental distress (Baxter & Cummins, 1992; Shin et al.,
2006), burden (Green, 2004; Mak & Cheung, 2008), and decreased quality of life (Chou
et al., 2009). While there has been considerable research conducted on public and self-
stigma, there has been a relative lack of research on affiliate stigma. Of those extant
studies on affiliate stigma, researchers have focused primarily on the parents of the

children with 1Ds rather than considering the experiences of other family members such



as siblings, who may also experience affiliate stigma. The current proposed investigation
aims to help fill this gap in the literature.
Caregivers of People with Intellectual Disabilities

While there is a limited amount of research on affiliate stigma, the primary focus
of these few studies has been to examine the implications of affiliate stigma on parents’
well-being (Mak & Cheung, 2008; Mak & Kwok, 2010; Ntswane & Van Rhyn, 2007).
Researchers have found the internalization of courtesy stigma in caretakers results in
affective responses (i.e., shame and embarrassment), cognitive distortions (i.e., worry and
self-blame), and behavioral consequences (i.e., social disconnection and isolation; Mak &
Cheung, 2008; Mak & Kwok, 2010; Ntswane & Van Rhyn, 2007). Additionally,
caretakers are more likely to report feeling unhappy about their affiliation with the
stigmatized individual that prompts them to withdraw from social relations and/or
isolating themselves from the stigmatized individual to avoid being associated with them
(Mak & Cheung, 2008; Mikami et al., 2015). Such internalized stigma may result in
caregivers experiencing high levels of depression and anxiety as well as lower
psychological well-being (Ali et al., 2012; Dako-Gyeke, 2018; Malli et al., 2016;
Norvilitis et al., 2002; Werner & Hess, 2016).

A key factor that has been argued to account for parental distress is the extent of
the child’s behavioral problems (Gallagher et al., 2008). Behavioral problems are
emotional and conduct disturbances conceptualized as deviations from the norm, such as
social withdrawal, stereotypical behaviors, aggression, social skill impairment, self-

destructive acts, hyperactivity, and irritability (Aman et al., 1985; Edelbrock & Costello,
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1988). Researchers have found a child’s behavioral problems can be a significant source
of psychological distress, including depressive and anxiety symptoms, in parents of
children with 1D (Baker et al., 2003; Blacher & Mclintyre, 2006).

Certain behaviors common among children with autism spectrum disorder (ASD),
DS, or Tourette’s syndrome (TS) elicit strong stigmatizing responses from the public
(Butler & Gillis, 2011; Lam & Mackenzie, 2002; Malli et al., 2016). Researchers have
found caregivers of children with more severe behavioral problems experience affiliate
stigma and decreased psychological well-being (Butler & Gillis, 2011; Mak & Kwok,
2010). The research findings have suggested a majority of the population may have a
misunderstanding as well as a stigma toward individuals who struggle with behavioral
and emotional difficulties (Broomhead, 2016). For caregivers, perceived public stigma
can lead to feelings of shame and embarrassment (Mak & Cheung, 2008; Wong et al.,
2016), thoughts of losing face within the community (Adithyan et al., 2017; Ho, 1976;
Mak & Cheung, 2008), and use of avoidant coping styles (Chen et al., 2016; Grover et
al., 2017; Liegghio, 2017; Mak & Cheung, 2008; McCann & Lubman, 2018; Mikami et
al., 2015; Singh et al., 2016; Werner & Hess, 2016; Wong et al., 2016). Unlike research
available on caregivers, there is a dearth of literature on how PWID’s behavior problems
impact their non-disabled sibling’s psychological well-being.
Siblings of People with Intellectual Disabilities

The sibling relationship is one of the longest lasting relationships people have and
can impact psychological well-being and physical health (Cicirelli, 1982). From a family

system theoretical perspective, when a family member has a disability, everyone within
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the family is affected (Fingerman & Bermann, 2000). The sibling relationship is marked
by unique stressors as the non-disabled sibling may be expected to take on specific
responsibilities such as adopting a caregiving role or to take on such guardianship
responsibilities by their parents (Burke et al., 2012; Greenberg et al., 1999; Rossetti &
Hall, 2015). While some researchers have found siblings of PWID have more empathy,
compassion, and understanding for their sibling with ID (Carr, 1988; Cuskelly &
Gunn, 2006; Hodapp et al., 2010; Levy-Wasser & Katz, 2004; Sage & Jegatheesan, 2010;
Seltzer et al., 2005; Summers et al., 1994), others have found that some siblings of PWID
may be at risk for developing psychological difficulties such as stress, depression,
anxiety, and poorer well-being (Giallo et al., 2012; Petalas et al., 2009; Rossiter &
Sharpe, 2001; Shivers, 2017). As these researchers did not explore the factors impacting
poorer psychological functioning among siblings of PWID, the researcher of the current
study aims to explore whether affiliate stigma may be correlated with impaired well-
being among siblings.

Researchers have found sibling relationships are also negatively impacted when
the PWID exhibits severe behavioral problems (Hodapp et al., 2017; Shivers et al., 2013).
For instance, siblings of individuals with ASD are more likely to report negative
attitudes, poorer health, and depressive symptoms compared to siblings of individuals
with other disabilities (Doody et al., 2010; Hodapp & Urbano, 2007; Orsmond & Seltzer,
2007). Similarly, siblings of individuals with Prader-Willi syndrome (PWS) exhibited
high levels of depressive symptoms, anger, worry, and isolation due to atypical behaviors

by their sibling with ID (Mazaheri et al., 2013). Therefore, the researcher of the current
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study aimed to expand the existing literature to examine if affiliate stigma would partially
mediate the relationship between behavior problems and psychological well-being.

To date, there has been a dearth of research on the experiences of siblings of
PWID. Most research has been limited to looking at either primarily mothers (who often
serve as or are assumed to be primary or exclusive caregivers) of PWID (Lam &
Mackenzie, 2002; Mak & Cheung, 2008; Werner & Shulman, 2015; Wong et al., 2016),
young children (Carr, 1988; Dyson, 1999; Gath & Gumley, 1984; Giallo & Gavidia-
Payne, 2006; Rossiter & Sharpe, 2001; Skotko et al., 2011), or siblings of people with
mental illness such as mood disorders, schizophrenia, or depression (Corrigan, 2004;
Grover et al., 2017; Ostman & Kjellin, 2002; Ow & Katz, 1999). Given the role siblings
play in providing care to their siblings with IDs, this omission is striking and one the
current investigator aimed to rectify with her study.

Purpose of Study

While studies have researched the typical sibling relationship across the lifespan,
the literature to date provides limited data on adult siblings of those with an ID. There is
evidence that many caregivers of PWID experience affiliate stigma as well as elevated
levels of depression and anxiety (Mak & Cheung, 2008; Mak & Kwok, 2010; Ntswane &
Van Rhyn, 2007). As a result, caregivers report avoidant coping styles, reduced social
support, self-defeating thoughts, and feelings of shame and worry (Chan & Lam, 2018;
Mak & Cheung, 2008; Werner & Shulman, 2013, 2015; Wong et al., 2016). While
siblings may not always be primary caregivers of PWID, they sometimes serve a

supplementary caretaking role and are impacted by the family dynamics. The adult
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sibling of PWID still remains a uniquely under-researched population and accordingly,
the ways the PWID impacts the non-disabled sibling’s psychological well-being is
unclear. Since the caregiving literature indicates that parents experience internalized
stigma, it is important to investigate if siblings may also experience similar affiliate
stigma. Therefore, the primary purpose of the current study was to determine if and to
what extent adult siblings of PWID experience affiliate stigma. The second purpose of
the study was to explore whether there is a relationship between affiliate stigma and
psychological well-being among adult siblings of PWID. Finally, the researcher intended
to examine whether the PWID’s behavioral problems impact the sibling’s psychological
well-being.

The research questions that guided this study were as follows:

1. Do adult siblings of PWID experience affiliate stigma and to what extent?

2. Is there a relationship between affiliate stigma and psychological well-being

among adult siblings of PWID?
3. Do PWIDs’ behavioral problems impact their non-disabled sibling’s
psychological well-being?
Definition of Key Terms
Affiliate Stigma refers to the extent to which associated individuals internalize the
stigma of the general public toward the discredited (Mak & Cheung, 2008) and is
composed of three psychological responses: stigmatized cognition, affect, and behavior.
Behavioral problems are emotional and conduct disturbances that are

conceptualized as deviations from the norm, such as social withdrawal, stereotypical
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behaviors (i.e., pacing, rocking, flapping hands, spinning objects, etc.), aggression, social
skill impairment, self-destructive acts, hyperactivity, and irritability (Aman et al., 1985;
Edelbrock & Costello, 1988).

Caregiving occurs across five domains of caregiving specific to siblings who
serve in this role: providing “residential arrangements, financial arrangements, legal
guardianship, interacting with the service system, and providing companionship and
emotional support” (Burke et al., 2012, p. 37). Each domain can be designated by the
degree of responsibility accorded to the caregiver: primary responsibility, shared
responsibility, or someone else (not the sibling) will be responsible.

Courtesy Stigma is “prejudice and discrimination...extended to people without
the manifest marks of stigmatized characteristics because of their relationship to a person
with a stigmatized mark” among family members, particularly caregivers (Chang et al.,
2016, p. 45).

Intellectual Disability (ID) is a disability characterized by significant limitations
in both intellectual functioning and adaptive behavior, impacting everyday social and
practical skills. The disability originates before the age of 18 (American Association on
Intellectual and Developmental Disabilities [AAIDD], 2002; American Psychiatric
Association, 2013). Common intellectual disabilities include: DS, FAS, FXS, and PWS

(AAIDD, 2002).
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CHAPTER II
LITERATURE REVIEW

In the US, approximately 12.6% of people have a disability, of whom 4.3% are
individuals with an ID (Kraus, 2017; U.S. Census Bureau, 2015). Approximately 8
million individuals with an ID are between the ages of 18-64 and roughly 3 million are
65 years or older (Kraus, 2017). When someone has a mental illness or disability, family
members may share psychological distress and experience a lower quality of life due to
associated stigma (Tint & Weiss, 2016; van der Sanden et al., 2016; Warren & Brady,
2007).

While some researchers have examined the parent-child relationship, including
the high levels of caregiving burden reported by parents who have a child with an ID
(Baker et al., 2003; Eisenhower et al., 2005; Hayes & Watson, 2013; Lee, 2013), there is
limited research on siblings’ experience such as the psychological impact of having a
sibling with an ID. Thus, the researcher of the study aims to increase understanding the
psychological implications of having a sibling with an ID and explore whether siblings
may share the experience of stigma by association of having a family member with ID. In
this chapter, the researcher provides the definition of IDs, explore the historical context
of disability, examine how stigma impacts individuals with disabilities, discuss various
types of stigma, and investigate how sibling relationships are impacted by stigma. To
conclude the chapter, the researcher identifies gaps in the literature, laying the foundation

for the study, and explicate hypotheses.

11



Intellectual Disability

Over the last 200 years, terminology for I1Ds has varied and included
feeblemindedness, mental deficiency, mental disability, idiocy, mental handicap, and
most recently, mental retardation (Goodey, 2005; Mercer, 1992; Schalock et al., 2007;
Stainton, 2001; Trent, 1994; Wright & Digby, 1996). After lengthy deliberations, the
American Association on Mental Retardation decided to change the term of mental
retardation, considered offensive to many people, to intellectual and developmental
disabilities (Bouras & Jacobson, 2002). Congruent with the debate regarding the term for
IDs, scholars wrestled with identifying the criteria for IDs. In 1983, Grossman identified
three diagnostic benchmarks that continue to be utilized today: lower levels of
intelligence (i.e., having an 1Q score of 70 or below), deficits in adaptive behaviors, and
onset of the disability during childhood. The current definition of an ID encompasses
Grossman'’s criteria as ID is ““...characterized by significant limitations both in
intellectual functioning and in adaptive behavior as expressed in conceptual, social, and
practical adaptive skills. This disability originates before age 18” (AAIDD, 2002, np).

The AAIDD definition is notably similar to the definition in the DSM-5
(American Psychiatric Association, 2013). The three primary criteria remain the same
between the AAIDD and DSM-5; however, the DSM-5 primarily focuses on identifying
limitations with more specificity compared to the AAIDD. Practitioners use the DSM-5
definition primarily as a diagnostic tool to identify PWID and the AAIDD definition for
the purpose of rehabilitating PWID (AAIDD, 2002). According to the DSM-5 (American

Psychiatric Association, 2013), intellectual disabilities are neurodevelopmental disorders
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that require the presence of three criteria: 1) “deficits in intellectual functioning, which
can include reasoning, problem solving, planning, abstract thinking, judgment, academic
learning, and learning from experience” (p. 33); 2) deficits in adaptive functioning that
significantly impact one’s daily living such as the ability to communicate, interact
effectively with others, independently take care of oneself, and learn new tasks and
knowledge at school or work; and 3) these limitations initially occur during one’s
childhood or adolescence.

Most individuals with ID face social difficulties along with performing below age
expectations on cognitive tasks (Leffert & Siperstein, 2002). However, due to ID’s
heterogeneity of cognitive and behavioral profiles along with the comorbidity with other
disorders such as ASD, it makes it more complicated to decipher which
neurodevelopmental disorders constitute ID (Matson & Shoemaker, 2009). For this
study, the researcher includes siblings of individuals diagnosed with DS, FXS, WS, PWS,
and other 1Ds that satisfy the DSM-5 (American Psychiatric Association, 2013) criteria as
they are consistent with the criteria for ID. People with siblings whose conditions or
disorders that occur comorbidly with an ID but are not considered 1Ds by themselves
(i.e., cerebral palsy and ASD) are excluded from the study.

Down Syndrome

It is estimated that 1 in 691 individuals is diagnosed with DS, making it the most
prevalent disorder among all IDs (Parker et al., 2010). DS is a genetic disorder resulting
from a dysfunction within chromosome 21 (Mutton et al., 1996). Individuals with DS

have distinct facial characteristics, congenital heart defects, a short stature, immune
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abnormalities, muscle hypotonia, and mild to moderate ID (Chapman & Hesketh, 2000;
Korenburg et al., 1994). Regarding expressive language abilities, people with DS display
difficulties in vocabulary and syntax (Chapman & Hesketh, 2000). They may also have
difficulties with auditory short-term memory, episodic memory, and executive
functioning, making it challenging for them to remember tasks, engage in decision-
making, and recall particular life experiences (Daunhauer & Fidler, 2011; Edgin et al.,
2010; Fidler et al., 2005). While individuals with DS have certain relative weaknesses,
they demonstrate strengths in nonverbal communication, visual imitation, and a majority
exhibit high levels of social relatedness (Channell et al., 2015; Daunhauer & Fidler,
2011).
Fragile X Syndrome

FXS is a common inherited disorder that causes ID (Crawford et al., 2001). The
syndrome results from a mutation in the gene, FMR1, on the X chromosome, which is
critical for maturation and pruning of synapses (Churchill et al., 2002). Boys are more
likely to be affected (1 in 4,000) than girls (1 in 6,000) due to the mutation occurring on
the X chromosome (Brown, 2002). Individuals diagnosed with FXS typically display
behavioral symptoms comorbid with numerous other disorders such as social anxiety,
social avoidance, and ASD. For instance, individuals with FXS may have difficulties
with consistent eye gaze, inattention, hyperactivity, and hypersensitivity to sensory
stimuli (Abbeduto & Murphy, 2004; Chromik et al., 2015). Nearly 50% of the FXS
population has co-morbidity with ASD and displays symptoms such as lower cognitive

ability, difficulties in social relatedness, intelligible speech, and problems with expressive
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syntax (Abbeduto & Murphy, 2004; Bailey et al., 2001; Chromik et al., 2015; McDuffie
etal., 2012).
Williams Syndrome

WS is a neurodevelopmental disorder caused by deletion of multiple genes on a
chromosome (Meyer-Lindenberg et al., 2004). The prevalence of WS is approximately 1
in 7,500 births (Stremme et al., 2002). Individuals with WS typically have developmental
delays, a mild to moderate ID, dysmorphic facial features, heart and tissue abnormalities,
and growth deficiency (McDuffie & Abbeduto, 2009; Mervis & Morris, 2007). People
with WS are highly sociable as they are overly friendly, talkative, and have a strong
desire to connect with others relationally (Gosch & Pankau, 1997; Klein-Tasman et al.,
2011). Although language is a relative strength for individuals with WS, they may
struggle at times with producing words, relational concepts (i.e., spatial, temporal,
quantitative, and dimensional), and contributing new information to conversations
(Mervis & John, 2008; Mervis et al., 2003; Stojanovik, 2006).
Prader-Willi Syndrome

PWS is a rare genetic disorder that affects approximately 1 in 10,000-30,000
people worldwide (National Library of Medicine [NLM], 2018b). PWS is caused by a
deletion, duplication, or rearrangement of the genes resulting in a loss of functioning
(NLM, 2018b). During childhood, people with PWS begin to develop an insatiable
hunger, which can lead to overeating and issues such as obesity (Driscoll et al., 2017).
People with PWS typically have a mild to moderate ID and learning disabilities (Driscoll

etal., 2017). Physically, people with PWS have distinctive facial features such as a
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narrow forehead, short stature, almond shaped eyes, and small limbs (Driscoll et al.,
2017). Individuals with PWS report hormonal imbalances that delay or prevent puberty
(Driscoll et al., 2017). They also tend to have behavioral concerns at home, school, and
relationally as they may have frequent outbursts, stubbornness, and engage in compulsive
behaviors such as face picking (NLM, 2018b). Many of the behavioral and psychiatric
problems associated with PWS tend to impact one’s quality of life during adolescence
and adulthood (Driscoll et al., 2017). Due to the rarity of the disorder, there has been a
relative lack of research on the psychological well-being of persons living with PWS and
the impact of those associated with the disorder.
Other Intellectual Disabilities

The research on ID primarily consists of those disorders discussed to this point.
However, there is a dearth of knowledge and information on ID that are not widely
known. Due to the lack of visibility and relative, concomitant lack of understanding
regarding these other types of ID, the researcher has chosen to explore and expand upon
this topic by including siblings of PWD that satisfy the DSM-5 (American Psychiatric
Association, 2013) criteria for an 1D. Examples of other such intellectual disabilities
include Smith-Magenis syndrome, cri-du-chat syndrome, angelman syndrome, FASD,
and DiGeorge syndrome (DGS).
Smith-Magenis Syndrome

Smith-Magenis syndrome is a rare and complex neurodevelopmental disorder that

impacts multiple parts of the body (Poisson et al., 2015). Individuals diagnosed with
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Smith-Magenis syndrome exhibit speech delays, behavioral disturbances (e.g., outbursts,
self-injury), sleep disturbances, and have mild to moderate ID (Poisson et al., 2015).
Cri-du-Chat Syndrome

Cri-du-chat syndrome (also known as cat cry syndrome) is a rare genetic disorder
caused by the deletion of chromosome 5 (Mainardi, 2006). The disorder exists in 1 out of
15,000-50,000 individuals (Mainardi, 2006). The primary clinical features of the disorder
include a high-pitched cry, microcephaly, low birth weight, severe psychomotor
movement, and severe ID (Mainardi, 2006).
Angelman Syndrome

Angelman syndrome is a genetic disorder that primarily affects the nervous
system. There are fewer than 200,000 cases of individuals diagnosed with angelman
syndrome in the US annually (NLM, 2018a). Symptoms include impaired or lack of
speech, frequent smiling, balance issues that impede the ability to move or walk, seizures,
sleep disturbances, and severe ID (Clayton-Smith & Laan, 2003).
Fetal Alcohol Spectrum Disorder

FASD is a group of conditions that occur when a child is exposed to alcohol
during pregnancy (Williams et al., 2015). The disorder is known to cause severe birth
defects, small head size, low body weight, poor coordination, attentional difficulties,
hyperactive behavior, and ID (Williams et al., 2015). Individuals with FASD also may
exhibit high levels of aggression, antisocial behavior, and irritability (Williams et al.,

2015).
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DiGeorge Syndrome

DGS is considered one of the most common microdeletion syndromes in humans.
Microdeletion syndromes occur when there is a deletion or loss of one or more genes on a
single chromosome (Weise et al., 2012). DGS occurs in 1 in every 3,000-6,000 births
(Kraus et al., 2018). Individuals with DGS have an increased risk of developing
psychiatric disorders such as schizophrenia, ADHD, and/or anxiety (Kraus et al., 2018).
They also have delayed development and may have mild to moderate ID (Phillip &
Bassett, 2011).

Historical Context of People with Disabilities

Historically, the examination of attitudes toward PWD suggests that social
perceptions are heterogeneous. The earliest conception of society’s perception regarding
PWD can be traced back to the ancient Greeks who viewed disability as a disease that
one acquired primarily due to a personal fault or a crime their ancestors had committed
(Sontag, 1996). Plato claimed that PWD were deformed offspring who needed to be
placed in a “mysterious, unknown place” (Plato ca. 375 B.C.E/1943, p. 460). These
punitive, marginalizing myths were also prevalent and persistent in other parts of the
world in the 16th century when many Europeans and Asians believed PWD were the
workings of the devil (McDaniel, 1969). Various religious leaders proposed that the only
treatment to rid the individual of the disability was to perform an exorcism (Thomas,
1957). Individuals with 1D, physical disabilities, and blind people were commanded not

to enter places of worship in fear of an irrational dread of contamination and contagion
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(McDaniel, 1969). Because of society’s myth of contagion, PWD were often stigmatized,
abused, condemned, and isolated from others.

Beginning in the 19th century, researchers found that there were vast differences
in societal attitudes toward PWD cross-culturally. While some settings treated PWD as
liabilities or burdens, other cultures viewed them as respectable citizens and openly
welcomed PWDs to participate fully in society (Hanks & Hanks, 1948). For instance,
among a Ghana tribe, PWID were viewed as a reincarnation of a deity; accordingly, they
were treated with compassion, kindness, and patience (Munyi, 2012). Similarly, the
prevalent philosophy in Scandinavian countries is acceptance of all members of society,
creating an environment in which treatment of PWD is widely considered and valued
(Munyi, 2012).

While certain cultures have been more accepting of PWID, characteristically
society has demonstrated fear, ignorance, neglect, and superstitions throughout history,
all significant factors that have exacerbated the isolation of PWD. Various historical
events exemplify the social isolation of PWD such as supporters of social Darwinism
who opposed the acceptance of PWD receiving any aid, as they reasoned it would hinder
the process of natural selection (Hobbs, 1973). In some communities in Kenya and
Zimbabwe, a child with a disability is seen as a curse that has fallen upon the entire
family (Choruma, 2006; Gona et al., 2011). This shame causes family members to be
rejected from their communities, further isolating them from connecting with others.
Consequently, the children with the disability, along with their family members, are

viewed as deviants by society’s standards. In some troubling cases, the shame imposed

19



upon the family, coupled with society’s negative attitudes toward children with IDs, is so
intense that parents abandon their children as they believe that their offspring cannot be
integrated into society (Tait et al., 2016; Won et al., 2017).

Negative societal attitudes and myths concocted around disabilities can be
explained by several psychological factors. Meng (1938) proposed three unconscious
reactions to disease, injury, and/or disability: the belief that disorders are a punishment or
sin from a higher being due to one’s crime; the belief that a person with a disability has
been unjustly chastised and therefore needs to engage in evil behaviors to balance the
unjust; and a projection of one’s own improper desires upon an unlucky person. These
three reactions result in a tendency to fear the person with the disability due to a
misperception of their being dangerous. While Meng (1938) attempted to explain the
primitive reactions that society has regarding individuals with disabilities, he did not fully
explain why certain types of disabilities provoked greater amounts of anxiety and
aversion in children and adults. For instance, certain types of disabilities such as cerebral
palsy, body deformations, and skin disorders create higher levels of aversion for
individuals compared to blindness, paralysis, or deafness (DeLoach & Greer, 1981; Siller
& Chipman, 1964; Thompson, 1982).

There are several disability-related factors that impact attitudes toward PWD,
such as functionality versus organicity of the disability, level of severity, degree of
visibility, degree of cosmetic involvement, contagiousness, the body part(s) affected, and
the degree of predictability. For this study, the researcher specifically looked at how

disability-related factors impact siblings of PWID to better understand the stigmatization
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caused by society. Generally, society perceives PWD more negatively when they have
decreased functionality; people with intellectual and or developmental disabilities may
therefore elicit the impression that they are not as useful in society for work or other daily
activities (Greenberg et al., 2002; Hebl et al., 2000). Additionally, PWID are also more
negatively perceived by society than people with physical disabilities as increases in the
severity of disability are more likely to produce an adverse reaction (Wilson & Scior,
2015).

Historically, the more visible the disability, the more negative the attitude it
tended to generate; accordingly, others were more likely to have negative feelings about
people with cerebral palsy, DS, or FXS (Safilios-Rothschild, 1968; Shontz, 1975; Siller
& Chapman, 1964). Siller and Chapman (1964) found individuals reported more feelings
of disgust and discomfort when they were in contact with a person who had a visible
disability (i.e., cerebral palsy, body deformities, amputations), a construct known as
aesthetic aversion. Recently, however, researchers have found dissimilar results. People
still tend to generate negative feelings about individuals with cerebral palsy (Al-
Dababneh & Al-Zboon, 2018; Muderedzi et al., 2017); however, non-disabled individuals
experience less of a disgust reaction and more of a pity reaction for individuals with DS
(Leiter, 2018). Attitudes toward individuals with FXS have not been systematically
studied.

Historically, researchers have found society’s perception of contagious disabilities
aroused more negative reactions and attitudes toward the PWD; if someone feared that

they would personally contract the disability, they were more likely to avoid any contact

21



and isolate the PWD (Safilios-Rothschild, 1968). While an ID is not a contagious disease,
individuals who are ambivalent regarding a disability or disease tend to employ strategies
of avoidance to ensure that they do not haphazardly catch a disease (Lakhan & Sharma,
2010). The specific body part affected by the disability has traditionally played a
significant role in society’s attitudes toward PWD (Safilios-Rothschild, 1968; Weinstein
et al., 1964). Finally, the more curable the disability, the more it was considered
predictable and far less negatively perceived by society (Freidson, 1965; Safilios-
Rothschild, 1968; Yamamato, 1971). Accordingly, the incurable nature of IDs generates
feelings of apprehension from others and further exacerbates the prejudicial attitudes and
discrimination toward PWID. While recent literature suggests society may no longer
evoke strong negative reactions such as disgust toward PWD, stigmatization continues to
be a pressing concern (Buljevac et al., 2012). Reviewing the disability factors that impact
negative perceptions, it is evident that PWID have been stigmatized and discriminated
against due to negative societal attitudes.
Historical Context of Stigma

The word stigma dates back to Greek etiology meaning tattoo-mark, a symbol or
mark imprinted upon individuals to show that they were either slaves or criminals
(Osborne, 1974). While these bodily rituals are antiquated and no longer used, the
modern usage of the term continues to denote an internal mark of degradation to the
individual who is the target of discrimination. Goffman (1963) was the first researcher to
define the term stigma and explicitly describe how the types of stigma impact the

stigmatized as well as those with whom they may be associated due to proximity.

22



Goffman (1963) denoted stigma as an attribute that discredits and reduces the person
“from a whole and usual person to a tainted, discounted one...not quite human” (p. 3).
Stigma implies a significant mark of shame and degradation held by the person due to
being a member of a devalued social group (Hinshaw, 2007). Thus, the process of
stigmatization occurs when an individual’s attributes deviate from the social norm
(Goffman, 1963). However, societal reactions to norm transgressions vary to some
degree. For instance, adults who enjoy childhood activities such as trainspotting may be
considered eccentric, but their behavior may not be stigmatized unless there is evidence
of an attribute such as mental illness (Page, 1984). Therefore, people typically enact
stigma against individuals with attributes considered inferior and commonly considered
as significant norm infractions (Page, 1984).
Characteristics of Stigma

Goffman (1963) identified three groups of personal characteristics likely to be
stigmatized by non-stigmatized observers, 1) physical, 2) tribal, and 3) conduct. The first,
physical stigma, involves individuals with physical deformities or disabilities, what
Goffman refers to as “abominations of the body” (Goffman, 1963, p. 4). These include,
but are not limited to, obesity, physical disabilities, or facial or bodily disfigurements.
The second category, tribal stigma, includes inheritable tribal characteristics, markers that
denote racial, religious, and national status that differ from those who are privileged
(Goffman, 1963). This type of stigma can be passed down through lineages and may
impact all members of the family. The last category, conduct stigma, includes blemishes

of character which refers to traits or behaviors looked down upon by others such as
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having a “weak will, domineering or unnatural passions, treacherous and rigid beliefs,
and dishonesty, these being inferred from a known record of mental disorder,
imprisonment, addiction, alcoholism, homosexuality, unemployment, suicidal attempts,
and radical political behavior” (Goffman, 1963, p. 4).

Goffman’s (1963) argument was that society infers the out-group’s character
entirely based on stereotypes and the accompanying reputation of those with such traits.
For instance, knowing someone has a history of mental illness may engender
stigmatization before having met the individual. Furthermore, individuals with conduct
stigma are not granted nearly as much social acceptance as individuals with physical and
tribal stigmas due to the perception that they are responsible and blameworthy of their
behaviors (Gottman, 1963). For instance, researchers have found aberrant behaviors (i.e.,
yelling, crying, expression of agitation) in children and adults elicit strong negative
reactions from perceivers such as rejection, blame, hostility, and punishment due to an
assumption that the negative behaviors are controllable (Hinshaw, 2007).

Dimensions of Stigma

To understand the constructs undergirding and shaping stigma responses better, it
is important to explore the multiple pathways through which stigma can develop. Jones
(1984) adapted the basic concepts of Goffman’s theory, extending his model to identify
six fundamental dimensions of stigma: a) concealability, b) course, c) disruptiveness, d)
peril, e) origin, and f) aesthetics.

First, concealability refers to the visibility of stigmatized attributes. Usitalo

(2002) suggested that stigmatized attributes such as craniofacial or musculoskeletal
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conditions that cannot be concealed allows society to stigmatize merely based on the
visibility of the individual. His research supported this finding that individuals with more
visible conditions experienced more stigma than individuals with hidden disabilities.
Although this dimension primarily pertains to visible non-concealable marks, Hinshaw
(2007) posited that relatives may attempt to conceal the person with the stigma due to
fear of additional stress, judgment, or blame from perceivers. Such concealability tends to
be a coping strategy that both the stigmatized individual as well as associated family
members may engage in to prevent feelings of anxiety, shame, and exclusion from others
(Dako-Gyeke, 2018; Malli et al., 2016; Werner & Hess, 2016).

The second dimension, course, explores the duration and recovery time of the
disability (Jones, 1984). A longer term course is associated with greater degrees of
stigmatization. For instance, people with chronic illnesses such as paralysis and AIDS
tend to receive more stigmatization than those with acute disorders (Hinshaw, 2007).
When disabilities are perceived as more severe, stigmatizing attitudes are more likely to
emerge (Pelleboer-Gunnink et al., 2017). Regarding IDs, PWID experience fewer
negative attitudes compared to people with mental illness such as schizophrenia
(Corrigan, 2004). It is unclear whether this finding is due to the perception that mental
illness is more severe and chronic of the disorders or due to a misconception by the
public that people with mental illness can control their disability. To this researcher’s
knowledge, there have been limited studies to compare stigmatizing attitudes of

individuals with a dual diagnosis of ID and mental illness.
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The third dimension, disruptiveness, assesses the intensity of the disorder’s
symptoms upon interpersonal relationships and society (Jones, 1984). If an individual’s
disorder is less disruptive (i.e., the individual can maintain a job and relationships), they
are less likely to be stigmatized by perceivers (Corrigan, Edwards et al., 2001). On the
other hand, if an individual is perceived as irrational or inconsistent, they are more likely
to receive negative associations with that disability or disorder (Hinshaw, 2007). For
instance, researchers who have conducted studies on children with ASD have found that
perceivers deem the children as naughty and disorganized due to difficulties with social
interaction, communication, and repetitive behaviors (Constantino, 2011; Gill &
Liamputtong, 2011).

Peril is the fourth dimension and considered an integral aspect of stigma
development as it suggests that individuals use social cues to determine if certain
attributes are dangerous and threatening (Jones, 1984). For instance, in the past,
individuals with Hansen’s disease, previously known as leprosy, were isolated from
society by displacing them from their homes in order to live in leper colonies. These
facilities were meant to keep afflicted individuals away in hopes of limiting
contamination. Fear of contagion continues to plague not only individuals who have
Hansen’s disease but also their caregivers. Society devalues and stigmatizes caregivers of
people affected by leprosy due to the suspicion that they may also be carrying the disease
(Dako-Gyeke, 2018). Such fear and rejection by others can prevent caregivers from

securing secondary jobs or forming intimate relationships.
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The fifth dimension, origin, is another topic well documented in the literature.
This term refers to the idea that certain disorders such as intellectual and developmental
disabilities are developed from biological and genetic factors (Hinshaw, 2007; Jones,
1984). The dimension of origin is closely linked to another dimension of controllability
(Corrigan, Green et al., 2001). Corrigan, Green et al. (2001) suggested that if a mental or
behavioral disorder is controllable and if they cannot get better on their own, others
blame, judge, and reject them. On the other hand, perceived uncontrollable negative
behaviors induce compassion and sympathy rather than blame (Weiner et al., 1988).
Accordingly, Weiner et al. (1988) found that when deviant behaviors arose from
conditions outside of one’s control (i.e., physical disabilities), perceivers were more
likely to report feelings of sympathy and compassion toward the stigmatized individual;
however, if the behaviors were linked to one’s control (i.e., behavioral issues), perceivers
were more likely to have feelings of hostility and rejection toward the stigmatized
individual. Similar results were found among people with DS, as perceivers reported
PWID as being dependent and felt pity for them (Fiske, 2012).

These studies indicate that society appears to be less stigmatizing toward people
with 1D regarding this dimension, as they believe that it is not a controllable condition.
However, this conflicts with the literature in which researchers have found that caregivers
of children with ID are blamed, judged, and ostracized from their communities due to
perceivers believing that the caregivers are at fault for their child’s condition (Lim et al.,

2013; Milaci¢-Vidojevié et al., 2014). Therefore, while PWID may not be overtly

27



stigmatized due to their origin, those in association may be more likely to encounter more
hostile rather than empathic responses.

The last dimension, aesthetics, refers to the appearance and attractiveness of
certain attributes and strong propensities to reject those who appear not to adhere to
social norms (Jones, 1984). Emotional reactions such as disgust and discomfort can result
when certain disorders are considered displeasing and often leads perceivers to readily
label individuals behaviors as abnormal and avoid the stigmatized person altogether
(Corrigan et al., 2003; Jones, 1984).

Types of Stigma

Stigma is a set of prejudicial attitudes, stereotypes, discriminatory behaviors, and
oppressive social structures to discredit a marginalized subgroup (Corrigan, 2000).
Researchers have discussed three principal types of stigma: 1) public stigma, 2) self-
stigma, and 3) family or courtesy stigma (Corrigan & Watson, 2002; Goffman, 1963;
Larson & Corrigan, 2008; Link et al., 1997). More recently, another type of stigma,
affiliate stigma, has been theorized (Mak & Cheung, 2008). Affiliate stigma is an
extension of courtesy stigma; however, the literature is scanter than the other types of
stigma. The researcher of the current study concentrated primarily on this latter type of
stigma to expand the narrow body of knowledge within this area.

Public Stigma

Public stigma refers to negative attitudes of the general population toward people

who possess characteristics deemed undesirable and/or out of the norm (Corrigan et al.,

2011). Public stigma is conventionally associated with negative stereotypes from society
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about the marginalized population as being dangerous, weak, inept, or blameworthy
(Rusch et al., 2005). Such stereotypes frequently result in prejudicial attitudes and
discriminatory behaviors (Corrigan & Shapiro, 2010). Link and Phelan (2001) argued
that stigma is the result of various processes including labeling, stereotyping, separating,
loss of status, and discrimination. Labeling allows individuals to identify easily and
categorize people readily into groups as part of a social selection process to determine
which differences exist (Link & Phelan, 2001). Certain differences, such as those with
visible disabilities, become easily identifiable for society to pinpoint and react to, giving
rise to stereotyping and separation (Link & Phelan, 2001). When society has deemed that
the characteristics of a specific group are unattractive, hierarchical categories are created,
making the group members victims of any status and preventing them from being fully
integrated and accepted into society (Link & Phelan, 2001).

While great efforts have been made to reduce the public stigma toward those with
ID, it continues to be prevalent among PWID (Staniland & Byrne, 2013). Butler and
Gills (2011) found that certain behaviors of children with ASD elicited strong
stigmatizing responses from the public. These behaviors ranged from language
impairments to inappropriate affective expression (i.e., eyerolling, aversion to eye gaze),
poor social skills, and self-destructive acts (Butler & Gills, 2011). Stigmatizing responses
for PWID can result in exclusion from social activities with others as well as being
treated with less empathy and compassion (Gray, 1993; Kinnear et al., 2016). Similarly,
youth with TS report experiencing devaluation from their peers such as discriminatory

behaviors and/or bullying as a response to their tics (Malli et al., 2016). Children with TS
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report having a lower quality of life compared to children with epilepsy due to more
social rejection by their peers and stronger difficulty socializing with others (Eddy &
Cavanna, 2013). Such victimization leads children with TS to attempt to mask their tics
in hopes to conceal their “spoiled identity” and prevent social interactions with others
(Malli et al., 2016, p. 136). This entire process can be frustrating and embarrassing for
those who have been publicly stigmatized, creating self-stigma in certain individuals.
Self-Stigma

Self-stigma occurs when individuals of a marginalized group internalize
perceived public stigma (Corrigan & Watson, 2002). There has been increasing research
on the psychological effects that stigma has on the targeted individuals themselves
(Bambauer & Prigerson, 2006; Fife & Wright, 2000; Mak et al., 2007). When individuals
internalize society’s negative views, targeted individuals are more likely to develop
negative emotions, such as anger and despair, have a negative self-concept, socially
withdraw, and attempt to conceal their stigmatized status (Corrigan & Watson, 2002).
Furthermore, self-stigmatization can lead to a sense of shame, guilt, and lack of self-
esteem (Malli et al., 2016). As with Link and Phelan’s labeling theory (2001), Weiner
(1995) proposed that the fear of being labeled causes the targeted individual to feel
stigmatized, prompting emotional reactions such as shame, embarrassment, anger, and
isolation.

Among PWID, many people are aware of being treated negatively (i.e.,
discriminated against by society); however, not all individuals report internalizing the

stigma (Ali et al., 2012). People who self-stigmatize are more likely to report lower levels
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of psychological well-being, such as increased levels of depressive and anxiety symptoms
(Ali etal., 2012). Ali et al. (2012) suggested one’s psychological well-being may or may
not be affected depending on their coping mechanisms. Stigma can harm PWID and
impact those closely associated with them such as their parents and siblings, a term
referred to as courtesy stigma (Werner & Shulman, 2013).

Courtesy Stigma

The potential of excluding and rejecting family members of individuals with
disabilities illustrates Goffman’s notion of courtesy stigma, in which people associated
with the publicly stigmatized person are themselves devalued in society (Goffman, 1963).
Goffman (1963) suggested that stigma can spread easily from the stigmatized individual
to those with whom they are associated, bonding all individuals in close association to
“share some of the disgrace of stigmatized people because they are related to them” (p.
30). This tends to be a significant problem for families of PWD as they frequently
experience negative attitudes from society (Ali et al., 2012).

Family members are often blamed or considered responsible for the condition of
the person who has been discredited rather than stigmatized for their own personal
features (Gray, 2002; Malli et al., 2016). A prime example of this stigma occurs with
mothers of mass murderers (i.e., the Columbine and Sandy Hook shootings), who are
singled out and deemed as socially deviant themselves, ostracized by the public, their
identities tarnished due to their sons’ actions (Melendez et al., 2016). The impact of
courtesy stigma on family members appears to be a widespread phenomenon across

various disorders and illnesses. For instance, parents of children with ADHD experience
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courtesy stigma as a result of other adults believing that they have caused their children’s
ADHD through inferior parenting techniques or that their children are genetically flawed
(Lebowitz et al., 2016; Norris & Lloyd, 2000; Olaniyan et al., 2007). Similarly, parents of
children with TS cope with courtesy and affiliate stigma in the same manner, primarily
constraining their relationships with family and friends (Malli et al., 2016).

Courtesy stigma impacts family members who support an adult family member
with substance misuse (McCann & Lubman, 2018). McCann and Lubman (2018)
conducted semi-structured interviews with 31 affected family members to investigate
their stigma experience and how they made sense of their life experiences. The
researchers found three primary themes based on the affected family members’
experiences: a) secrecy and isolation; b) lack of knowledge, empathy, and judgmental
attitudes from others; and c¢) attempting to be open with others and challenge others’
misconceptions selectively in order to moderate the effect of internalized stigma
(McCann & Lubman, 2018). While affected family members play an integral role in
supporting members with substance abuse, they similarly face their own internal
challenges such as embarrassment and shame, which ultimately leads to isolation
(McCann & Lubman, 2018). Furthermore, behavioral actions of isolation and secrecy
prevent many family members from accessing informal and formal support for
themselves and the person who struggles with substance misuse.

Courtesy stigma not only impacts parents of children but also has an impact on
other caregivers associated with a stigmatized individual. Werner and Hess (2016) found

that foreign healthcare workers caring for people with Alzheimer’s disease experience
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affiliate and courtesy stigma. Participants reported that they experienced more public
courtesy stigma from family members, friends, and peers who expressed negative
stereotypes regarding people with Alzheimer’s, showed discriminatory behaviors as a
result of being associated with a person with Alzheimer’s, and experienced negative
emotions such as disgust from others (Werner & Hess, 2016).

Fear of contagion appears to be a significant reason why some caregivers
experience courtesy stigma (Dako-Gyeke, 2018). The most commonly adopted strategies
to respond to courtesy stigma among caregivers has been to conceal their identity,
disregard hurtful comments, and attempt to educate others regarding myths associated
with the disease (Dako-Gyeke, 2018). While these strategies appear to assist caretakers
cope with the stigma they experience, they may lead to emotional stress, anxiety, and
depressive symptoms.

In addition to caregivers, researchers have found that educators of stigmatized
people also face courtesy stigma. Educational practitioners who work with children who
experience behavioral, emotional and social difficulties (BESD) experience courtesy
stigma (Broomhead, 2016). Findings revealed how these teachers experienced courtesy
stigma from colleagues as not being perceived as a “proper teacher” due to their interest
in working with their students as well as a larger stigma viewing children with BESD as
“naughty” and “bad” (Broomhead, 2016, p. 60). This study highlighted the
misunderstanding of the greater population regarding educational practitioners’ work as
well as the stigma toward individuals who struggle with behavioral and emotional

difficulties.
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Research regarding the effects of courtesy stigma upon family members of PWID
has been limited. Among families of individuals with ID, the stigma attached to the
disability results in fear of being criticized, judged, and disgraced by others (Lam &
Mackenzie, 2002). For instance, in China, mothers of children with DS reported having
difficulty taking their child out to public places due to fear of receiving stares and
rejection (Chen & Tang, 1997; Lam & Mackenzie, 2002). Shin et al. (2006) similarly
found that stress and courtesy stigma were positively correlated among parents of
individuals with ID. While these studies showcase the critical effects of stigma upon
family members, there are a few limitations to these studies. These researchers
predominantly surveyed Asian parents so results may not be generalizable cross-
culturally. Additionally, while parents have been found to take on the primary caretaker
role across cultures and may experience stigma more prominently than other family
members (Yip, 2003), the experiences of other family members who provide caretaking,
such as siblings, have largely been ignored. Accordingly, much remains to be learned
about the internal stigmatization process experienced by family members with close
relatives with ID.

Affiliate Stigma

Affiliate stigma refers to the extent to which associated individuals internalize
courtesy stigma (Mak & Cheung, 2012). An example of affiliate stigma occurs when a
parent of a child with a disability feels shame and embarrassment, which may lead to the
parent’s infrequent social interactions, further isolating them from others. Researchers’

findings suggest that internalizing courtesy stigma is the primary reason caregivers

34



experience shame and embarrassment (dosReis et al., 2010). The internalization of such
emotions can be detrimental to one’s well-being and contributes to parents’ increased
depression and anxiety (Norvilitis et al., 2002). The primary literature has been on the
psychological impact of affiliate stigma upon parental caregivers of individuals with
various disorders; however, there is no known research to date on the effect of affiliate
stigma on siblings’ experiences, an omission the researcher of the current study intended
to rectify.

Researchers have differentiated between courtesy and affiliate stigma by stating
that the latter type of stigma encompasses three psychological components: stigmatized
cognition (perception of lower competence and worth), affect (feelings of shame and
embarrassment due to status of being stigmatized), and behavior (reactions such as
withdrawal and self-condemnation; Corrigan & Watson, 2002; Link & Phelan, 2001;
Mak & Cheung, 2008). To better understand the psychological impact of affiliate stigma
upon family members, these three psychological components, problematic behaviors of
the individual with ID as well as cultural considerations for affiliate stigma are detailed in
the ensuing subsections.

Cognition

The cognitive component of affiliate stigma occurs when individuals report
thoughts of other people discriminating against them due to their affiliation with a
stigmatized family member, their reputation being damaged, thoughts of incompetence,

perception that they are lesser than others, and beliefs that they will “lose face” (Mak &
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Cheung, 2008, p. 538). The primary literature in this component of affiliate stigma has
been centered on caregivers of individuals with mental illness or ASD.

Among caregivers of patients with mental illnesses such as schizophrenia, bipolar
disorder, and recurrent depressive disorder, those who experienced greater stigma
reported having far more suicidal thoughts compared to caregivers who did not
experience stigma (Grover et al., 2017; Ostman & Kjellin, 2002). Similarly, caregivers of
individuals with Alzheimer’s expressed fear and concern that they may eventually “get”
Alzheimer’s being consistently near a person with Alzheimer’s (Werner & Hess, 2016).
These studies suggest that psychologists should be assessing the needs of caregivers of
individuals with mental illness as they may require further knowledge about the
individual’s illness as well as more support.

Among caregivers of individuals with ASD, greater stigma has been related to
caregivers reporting that their child had a negative impact upon them compared to
caregivers of persons with physical or intellectual disabilities (Werner & Shulman, 2015).
For example, caregivers of individuals with ASD were more likely to state “being a
parent of a child with a disability imposes a negative impact” upon them compared to
caregivers of PWID or physical disabilities (Werner & Shulman, 2015, p. 277).
Caregivers who reported negative cognitions also experienced emotional distress,
indicating the cognitive component may also impact the affective component of affiliate

stigma.
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Affect

The affective component of affiliate stigma occurs when individuals report feeling
inferior, emotionally disturbed, embarrassed, helpless, sad, worried, and under duress
(Mak & Cheung, 2008). Specifically for mothers of children with disabilities, there may
be a sense of personal responsibility for their child’s condition that may lead them to
feelings of blaming or thoughts that they could have done something differently before or
during their pregnancy (Buscaglia, 1983). These feelings may give rise to stronger
feelings of self-condemnation and ultimately reduce one’s self-worth (Buscaglia, 1983).
Many family members face considerable challenges to their well-being when attempting
to support members with disabilities. Family members of individuals with substance
misuse frequently felt ashamed and embarrassed and many times were highly self-
judgmental (McCann & Lubman, 2018). Several participants narrated how they feared
being judged by others, which made them even more reluctant to seek assistance
(McCann & Lubman, 2018). When experiencing affiliate stigma, feelings of fear and
shame were the most prevalent affective response among caregivers of PWID (Mak &
Cheung, 2008), ASD (Wong et al., 2016), substance misuse (McCann & Lubman, 2018),
Alzheimer’s (Werner & Hess, 2016), ADHD (Mikami et al., 2015), and severe mental
disorders (Amaresha et al., 2018; Chen et al., 2016; Grover et al., 2017; Liegghio, 2017).

Such strong emotions may also give rise feelings of anxiety and sadness
(Buscaglia, 1983). Chen et al. (2016) found that caregivers’ affiliate stigma was
positively correlated with their mood symptoms, suggesting that higher reported levels of

affiliate stigma was associated with more severe anxiety and depressive symptoms. Chen
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et al. (2016) failed to mention the nature of the relationship between the caregiver and the
patient. Since parents are most often the primary caretakers, they may report higher levels
of caretaking duties adding further stress and possible burden, which could ultimately
impact their mood state. However, for siblings who may serve as the primary caregivers
or take on a supplementary caregiving role, it is important to understand better if such
correlations between affiliate stigma and mood symptoms exist.
Behavior

The behavioral component of affiliate stigma involves individuals reporting
avoidance of contact with the stigmatized relative, concealing their identity, reducing the
amount of time going out with their stigmatized relative, and isolating themselves from
others (Mak & Cheung, 2008). Feelings of shame and embarrassment had a significant
impact on the caregiver’s behavior, as they were more likely to have tendencies to
conceal, isolate, and avoid interactions with others as much as possible (Chen et al.,
2016; Grover et al., 2017; Mak & Cheung, 2008; McCann & Lubman, 2018; Liegghio,
2017; Mikami et al., 2015; Singh et al., 2016; Werner & Hess, 2016; Wong et al., 2016).
Caregivers may engage in these behavioral responses as a defense mechanism against
pain (Buscaglia, 1983). Caregivers who are more vulnerable to experiencing affiliate
stigma and its associated psychological distress may employ these maladaptive coping
strategies (Chen et al., 2016). Caregivers withdraw not only from other family members
and friends, but also tend to disconnect themselves from the stigmatized individual
(Mikami et al., 2015). Effects of affiliate stigma may impact not only the caregivers’ own

well-being but also negatively impact the person receiving the caregiving (Mikami et al.,
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2015). Therefore, it is important to understand the stigma experienced by the associated
family member so that mental health practitioners can intervene to assist both the
stigmatized person as well as the one experiencing affiliate stigma.

To date, there has not been a specific study assessing how affiliate stigma impacts
siblings of PWID. While there has not been research on this topic, there have been
limited studies on siblings’ experiences with having a brother or sister with a mental
health concern. Liegghio (2017) conducted a qualitative study of adolescents who
reported having negative experiences of their brother or sister with a mental health
problem. The siblings believed that their brother or sister generated considerable stress
upon the family. Those siblings who described their experiences as negative were those
who had a sibling with a mental health issue that was chronic, severe, interfered with
daily family activities, and created conflict within the familial relationship (Lieggio,
2017). The young siblings also reported experiencing overt stigma consisting of shame,
rejection by peers, verbal abuse and “contagion associations” (negative perception
regarding the young sibling due to their brother or sister’s mental health issue; Liegghio,
2017, p. 1241). Such stigma faced by the young siblings resulted in further isolation from
peers as well as the refusal to take part in mental health treatment for formalized support.
Behavior Problems

While the three components of affiliate stigma may provide insight into the
psychological well-being of the caregiver, another variable that may also impact whether
a person experiences affiliate stigma is the behavior of the individual with the intellectual

disability. Researchers have found that a child’s behavioral problem is a key factor and
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source of psychological distress among parents of children with ID (Baker et al., 2003;
Blacher & Mclntyre, 2006; Dunn et al., 2001). Behavioral problems are considered
disturbances that are deemed as deviations from the societal norm of what is considered
acceptable (Aman et al., 1985). Examples of perceived behavioral problems include
social withdrawal, stereotypical behaviors (repetitive behaviors that are not used for
communicative purposes), aggression, social skill impairment, self-destructive acts,
hyperactivity, and irritability (Aman et al., 1985; Edelbrock & Costello, 1988).

Certain behaviors common among children with ASD, DS, or TS elicit strong
stigmatizing responses from the public (Butler & Gillis, 2011; Lam & Mackenzie, 2002;
Malli et al., 2016). Parental stress has been shown to increase when children show
problematic behaviors such as self-stimulation and inappropriate use of their bodies (i.e.,
smelling objects, rocking, twirling, and flapping; Mak & Kwok, 2010). Such perceived
problematic behaviors may expose parents to courtesy stigma and become internalized as
affiliate stigma (Mak & Kwok, 2010). Researchers have found caregivers of children
with more severe behavioral problems experience affiliate stigma and decreased
psychological well-being (Mak & Kwok, 2010). Mak and Kwok (2010) recruited 188
parents of children with ASD in Hong Kong and assessed the factors that impact parents
to experience affiliate stigma. They found parents who believed that they had little to no
control over their child’s problematic behaviors were more likely to experience affiliate
stigma compared to parents who did believe they had higher levels of controllability

regarding their child’s behaviors.
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Gallagher et al. (2008) conducted a study to examine predictors of vulnerability to
psychological morbidity among 32 caregivers of children with ID (i.e., DS, ASD,
Cornelia de Lange, or Smith-Magenis syndrome) and 29 parents of children without
disabilities. Caregivers were asked questions related to symptoms of depression, anxiety,
social support, sleep quality, and caregiver burden. In addition, caregivers were asked to
rate their child’s behavioral problems. The researchers confirmed that caregivers for a
child with 1D experienced substantial symptoms of depression and anxiety compared to
the control group. Consistent with previous research, more problematic behaviors
exhibited by the child with 1D was associated with increased psychological distress and
feelings of guilt as a consequence for their child’s behaviors. While Gallagher et al.
(2008) did not assess if there was a correlation between caregivers’ experience of affiliate
stigma and perceived problematic behaviors with their child, the study reinforced the
notion that children’s behaviors may play a significant factor in the etiology of
psychological distress. To this researcher’s knowledge, there have not been any studies
that evaluates whether behavioral problems have any impact on a sibling’s experience of
affiliate stigma or psychological functioning.

Culture

Although theorists have not yet formally adopted culture as a component of
affiliate stigma, affiliate stigma may be a culturally salient factor regarding beliefs toward
PWD. For instance, Chinese participants in one study were likely to keep their children
with a mental illness or ID a secret and consider their children to be a disgrace to their

family (Ow & Katz, 1999). In certain collectivistic cultures, the belief that one will “lose
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face” in society may be a prominent negative cognition among caregivers. Specifically,
within some Asian cultures such as the Chinese, face concern refers to a desire to
preserve a personal social image and worth among the community (Ho, 1976).

In a recent cross-sectional study of 50 caregivers from India, 56% of caregivers
of children with intellectual disabilities reported facing embarrassment at least once
because of their child (Adithyan et al., 2017). Furthermore, more than half of these
caregivers decided not to take their child to any social functions due to fear of being
ridiculed (Adithyan et al., 2017). The concern for saving face appears to exacerbate the
experience of affiliate stigma and decrease well-being (Mak & Cheung, 2008). For
instance, researchers surveyed 108 caregivers from Hong Kong to assess whether affiliate
stigma was a mediating factor between face concern and psychological distress and found
caregivers with strong face concern tended to report higher levels of affiliate stigma,
which also contributed to higher levels of psychological distress (Mak & Cheung, 2008).
The authors of the aforementioned studies revealed the impact culture can have on
psychological well-being among caregivers in collectivistic cultures and further shed
light on the importance of the contextual understanding of family members’ experiences
of stigma (Adithyan et al., 2017; Mak & Cheung, 2008).

Sibling Relationship

The sibling relationship is typically the longest lasting human relationship
(Cicirelli, 1982; Dunn & Kendrick, 1982). While sibling relationships are integral to
one’s development, the bulk of disability-related research conducted has been related to

the parent-child relationship. When there is a family member with a disability, siblings
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without a disability may be expected to fill specific roles such as caregiver (Burke et al.,
2012; Orsmond & Seltzer, 2000), supporter (Kramer et al., 2013), and advocate (Burke et
al., 2015).
Prior Research

In the past, families of individuals with disabilities were considered dysfunctional
and consistently suffering (Cummings, 1976). Children were seen as the cause of
maternal depression and stress, the father’s neuroticism, and the sibling’s reclusive
behavior (Cummings, 1976; Hodapp, 2002). Historically, sisters of PWD were at a
comparable risk as mothers for developing depression or other psychological symptoms
due to the gendered pressure to take on adult roles such as caretaking and housekeeping
duties (Boyce & Barnett, 1993; Farber & Kirk, 1960; Fowle, 1968; Lobato, 1983).
Young Siblings of PWID

Existing research concerning the overall adjustment and mental health of siblings
of PWID has yielded inconsistent results. The researcher found two older longitudinal
studies that were conducted with siblings of children with ID with conflicting findings. In
the first study, Gath and Gumley (1978) interviewed 30 families of children with DS and
23 families without a child with DS. Each family surveyed had two children, one child
diagnosed with DS and one child without a disability. Therefore, 30 siblings of
individuals with DS and 30 siblings of individuals without disabilities were interviewed
as well. The study was the first to compare behavioral and emotional issues among
siblings of children with DS with families who did not have a child with DS. Overall,

siblings who had brothers or sisters with DS were rated similarly (no significant
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behavioral or emotional issues) compared to the control group (Gath & Gumley, 1978).
Siblings’ behavioral and emotional issues were assessed through parental interviews and
teacher reports. No mental health measure for the non-disabled sibling was administered.
In a follow-up study conducted six years later, the researchers surveyed 19 (of the
original group of 30 siblings) siblings of DS and 20 siblings from the control group (Gath
& Gumley, 1984). Gath and Gumley (1984) found non-disabled siblings had more
behavioral issues if their brother or sister with DS also exhibited disturbed behaviors at
school or at home compared to non-disabled siblings of brothers or sisters without
behavioral issues (Gath & Gumley, 1984). Similar to the previous study, the mental
health and psychological functioning of the non-disabled sibling was not evaluated at the
follow-up study. The authors concluded that the behavioral issues of non-disabled
siblings may increase over time and the long-term psychological functioning of siblings
was not able to be definitively established, particularly given the small sample size.

In the second study, Carr (1988) conducted a 21-year longitudinal investigation
on children with DS and their families, all of whom consisted of multiple children. Every
10 years, 35 mothers completed self-report questionnaires to assess their concern
regarding the health and behavior of the sibling without DS. While 17% of the mothers
believed that their child with DS had caused difficulty for the other child, 44% expressed
that the child had caused both difficulties and benefits within the sibling relationship
(Carr, 1988). The other 39% of mothers believed the child had either no effect or solely
brought only benefits to the sibling (Carr, 1988). Mothers reported struggling with the

belief that the child without DS had been “deprived of a normal sib” (Carr, 1988, p. 419).
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However, several mothers also reported their children appeared to have gained more
compassion, empathy, and had a lack of embarrassment toward their sibling with DS
(Carr, 1988).

Systematic reviews have shown siblings of PWID are at risk of developing a
varied range of emotional and behavioral issues (Rossiter & Sharpe, 2001; Summers et
al., 1994). Summers et al. (1994) conducted a meta-analysis of 13 studies of siblings’
emotions and behaviors and found 25% of siblings of PWID reported overall negative
effects such as aggression, anxiety, withdrawal, and dominance while 9% reported
positive effects such as more compassion and empathy. Rossiter and Sharpe (2001)
conducted a meta-analysis of 25 published studies from 1972 to 1999 representing
approximately 1,000 children and adult siblings of PWID. The authors reported a
statistically small but small negative effect for having a sibling with an intellectual
disability as non-disabled siblings were more likely to exhibit depression, anxiety, and
internalizing behaviors than control samples (Rossiter & Sharpe, 2001).

Other investigators have found PWID do not adversely impact a sibling’s mental
health compared with siblings who do not have a sibling with an ID. Dyson (1999)
compared the psychosocial functioning of 37 children (ages 5-18) who had a sibling with
a disability with 34 children (ages 5-18) who had a sibling without a disability. Over a 4-
year period, siblings of PWID showed no difference compared to the control group on
levels of self-concept, social competence, and behavioral adjustment (Dyson, 1999).
Dyson’s (1999) findings appear to contradict Carr’s (1988) study regarding the effect on

non-disabled siblings. However, a significant finding from Dyson’s study may offer a
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possible explanation of the mixed research results. Dyson (1999) found family
psychological functioning (i.e., parental stress, social support, and family environment)
may be more related to the non-disabled sibling’s psychological well-being compared to
the individual with the disability themselves. Hence, while non-disabled siblings may
experience more distress, it is unclear if the negative psychological effects are related to
the person with the disability or other variables.

Earlier studies such as Dyson’s (1999) have prompted researchers to investigate
whether family factors can predict siblings’ psychosocial functioning and well-being.
Giallo and Gavidia-Payne (2006) conducted a mixed methods study of 49 siblings (ages
7-16) and 49 parents of individuals with disabilities to assess if family factors were
predictors of adjustment for siblings. The non-disabled sibling’s adjustment was more
strongly predicted by familial and parental factors (i.e., parental stress, family resilience,
support, family problem solving) compared to the non-disabled sibling’s self-reported
experiences of stress and adjustment (Giallo & Gavidia-Payne, 2006). The finding
highlights the relationship between parental functioning and non-disabled siblings’
experiences as well as the notion that the mere presence of a PWID may not be a
contributing risk factor for non-disabled siblings.

Limitations

The research reviewed has many methodological limitations. A significant
concern with the existing research is the data sources. All of the researchers of the studies
reviewed in this section to this point received information from mothers regarding the

siblings’ experiences rather than studying the siblings themselves. Investigators asked
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parents to report siblings’ behaviors, psychological functioning, and their presumed stress
levels (Carr, 1988; Dyson, 1999; Gath & Gumley, 1978, 1984; Giallo & Gavidia-Payne,
2006; Rossiter & Sharpe, 2001), all of which may have compromised the validity of the
findings. Parental reports may not be an accurate depiction of sibling concerns as parents
sometimes report greater degrees of sibling problems than siblings themselves (Sharpe &
Rossiter, 2002). Speaking with parents rather than siblings may introduce a confound as
results may reflect parents’ concerns rather than capture siblings’ experiences (Cuskelly,
1999).

Another limitation of the studies is the characteristics of the samples. Most
researchers have assessed primarily White children, preventing the findings from
generalizability (Carr, 1988; Dyson, 1999; Gath & Gumley, 1984; Giallo & Gavidia-
Payne, 2006). In two of the studies reviewed, researchers did not differentiate between 1D
and other types of disabilities (Giallo & Gavidia-Payne, 2006; Summers et al., 1994).
Hence, the authors were unable to determine if siblings of specific disabilities
experienced greater negative outcomes compared to other siblings with a different type of
disability. Determining whether these results are generalizable to siblings of individuals
with 1D is hindered when researchers do not examine the impact of various classifications
of disabilities (Sloper & Turner, 1993).

Current Research

The existing literature on siblings of those with ID has primarily been conducted

with children and adolescents. More recent researchers who study siblings have gradually

started to move away from relying solely upon parental reports to better understand the
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siblings’ experience (Hodapp et al., 2010; Orsmond, & Seltzer, 2007; Taylor et al., 2008).
Furthermore, most previous researchers have focused on outcomes for young siblings
between 6 and 18 years old of individuals with ID rather than examining the adult sibling
relationship (Carr, 1988; Dyson, 1999; Gath & Gumley, 1984; Giallo & Gavidia-Payne,
2006; Rossiter & Sharpe, 2001; Sharpe & Rossiter, 2002; Summers et al., 1994). The
adult sibling relationship is critical to explore as the sibling dyad changes over time,
particularly when one person has an ID. Unlike typical sibling pairs in which neither has
a disability, the non-disabled sibling begins to consider who will take on the caregiving
duties for their brother or sister with ID once their aging parents can no longer take on
such responsibilities (Hodapp et al., 2017). These additional caretaking duties can create
ambivalent feelings toward the PWID as the non-disabled sibling attempts to balance
personal life choices (i.e., career, family, romantic relationships) with their caretaking
role (Hodapp et al., 2017; Hodapp et al., 2010). Due to the complexity of adult sibling
relationships when an individual has an ID, it is integral to highlight the effects PWID
have upon the non-disabled sibling.
Adult Siblings of PWID

Orsmond and Seltzer (2007) were the first to study the sibling relationship in
adulthood when participants’ brothers or sisters had an ID. They examined 154 adults
(mean age of 38) who had ASD or DS regarding the frequency of sibling contact,
affective involvement, sibling resources, and family background characteristics
(Orsmond & Seltzer, 2007). Ninety percent of the individuals with ASD also were

diagnosed with ID. The researchers stated most participants were White and did not
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provide any other information about participants’ ethnicities. The findings were notably
similar to the research on children who have a brother or sister with ASD or DS such that
adult siblings of individuals with DS expressed higher levels of positive emotions and a
closer relationship to their brother or sister compared to siblings of individuals with ASD.

Hodapp et al. (2010) assessed 1,166 adult siblings from 18-85 of PWD on a
large-scale using a web-based survey. Participants were overwhelmingly White (90%)
and female (75%). While there was a lack of racial and gender diversity, siblings of
varying intellectual disabilities were included. For instance, siblings of people with DS,
ASD, cerebral palsy, WS, FXS, and PWS were included. Most participants considered
themselves to have a close relationship with their sibling, positive reactions toward their
sibling, and overall good health and well-being (Hodapp et al., 2010).

Taylor et al. (2008) attempted to address and rectify the methodological
limitations that had characterized existing research to that point that had primarily studied
siblings who were the most involved emotionally and relationally with the PWID.
Individuals with mild intellectual deficits were classified by having an 1Q score below 85.
Taylor et al. (2008) conducted a longitudinal survey based on a random sample of 268
women and men over 50 years. Follow-up surveys were conducted at three points in
1977, 1994, and 2005. Siblings of adults with mild intellectual deficits did not differ from
siblings on measures of psychological well-being or distress (Taylor et al., 2008). While
the results indicated no evidence of siblings to be at risk for poor psychological
functioning, there were multiple limitations in the study. Only siblings of individuals with

mild intellectual deficits were included, omitting the experiences of people with a sibling
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with moderate to severe levels of ID. Furthermore, the results were limited in their ability
to generalize the findings to PWID, as some of the individuals with intellectual deficits
may not have been diagnosed with an ID. All participants in the sample were White and
of low socioeconomic status which may have impacted the generalizability of the
findings.
Limitations

Overall, siblings of PWID have tended to exhibit empathy, compassion,
responsibility, the ability to understand others’ differences, and limited psychological
distress or impaired well-being (Hodapp et al., 2010; Orsmond, & Seltzer, 2007; Taylor
et al., 2008). Taylor et al. (2008) found siblings of PWID did not differ from the
normative group (siblings of individuals without disabilities) on measures of
psychological well-being or distress. However, there are multiple methodological
limitations including researchers’ use of primarily White samples, exclusion of siblings
with certain ID, and social desirability bias (Hodapp et al., 2010; Orsmond & Seltzer,
2007; Taylor et al., 2008).
Psychological Impact on Siblings

Growing up with a sibling with an ID has both positive and negative effects
(Rossiter & Sharpe, 2001). Most of the siblings of individuals with 1D are
psychologically well-adjusted (Cuskelly & Gunn, 2006; Levy-Wasser & Katz, 2004;
Sage & Jegatheesan, 2010) and report positive feelings about their brother or sister with
an ID such as warmth, increased empathy, and pride (Doody et al., 2010; Hodapp &
Urbano, 2007; Hodapp et al., 2010; Skotko et al., 2011).
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Alternatively, there appears to be some risk for people with a sibling with a
disability of developing psychological difficulties such as depression, anxiety, low self-
esteem, feelings of worthlessness, and behavior problems (Giallo et al., 2012; Petalas, et
al., 2009; Rossiter & Sharpe, 2001; Shivers, 2017). These difficulties are correlated with
negative emotions such as fear of the future, guilt regarding any prior mistreatment
toward the PWD, loss of being able to have a typical sibling relationship, resentment due
to inadequate attention by parents, and stress due to the responsibility of tasks and
maintenance of the relationship (Hodapp et al., 2017; Moyson & Roeyers, 2012; Rossetti
& Hall, 2015).

Recently, Shivers and McGregor (2018) surveyed 97 adolescent siblings of
individuals with an ID, ASD, or without a disability. The authors aimed to compare the
siblings’ perceptions of their brothers and sisters with disabilities to a parent’s perception
of their children’s feelings. Siblings of those with an ID did not report any more negative
feelings about their brother or sister than did siblings of ASD. However, a notable finding
was that siblings of ASD did report more overall negative feelings compared to the
siblings of typically developing children. While siblings’ emotions were assessed using a
psychometrically reliable and valid instrument, there was no measure administered to
evaluate siblings’ well-being or psychological functioning. A lack of expression of
negative emotions does not necessarily equate with healthy psychological functioning or
adjustment (Verzeletti et al., 2016). Hence, additional studies in which investigators
examine siblings’ emotions, perceptions, and psychological well-being may provide a
more holistic perspective of siblings’ experiences.

51



Skotko et al. (2011) found contrary results when they surveyed 822 brothers and
sisters about their sibling with DS. The researchers used multiple self-reported measures
to explore the siblings’ feelings, attitudes, and perceptions about their sibling. When
siblings were asked about their feelings toward their sibling with DS, 96% indicated
having positive feelings such as affection (Skotko et al., 2011). Fewer than 10% of the
siblings felt embarrassed and less than 5% stated that they would like to trade their
sibling in for someone without DS (Skotko et al., 2011). Through the use of a self-
reported measure to assess attitudes and perceptions, siblings indicated negative emotions
regarding the individual with DS when the parents also indicated regret of having a child
with DS (Skotko et al., 2011). While the vast majority of siblings expressed positive
emotions toward their siblings, there was a small minority of siblings who may be more
likely to report negative feelings with the possible influence of other family members.
This study is subjected to the same limitations found from the previous studies mentioned
including the demographics, selection sample, and social desirability bias. All of the
siblings were under 18 years of age and 85% of the siblings were White. Therefore, the
data cannot be generalizable to siblings with other ID or who are people of color. Another
limitation is social desirability, suggesting that participants completing a self-reported
measure may present themselves more favorably. Participants may be more likely to
underreport their negative feelings in order to maintain a desired image. Since Skotoko et
al. (2011) did not include a social desirability measure, it is unclear whether the self-
report is accurate or whether the participants answered questions in order to be viewed

favorably by others. The current researcher included a social desirability measure to
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assess if participants are more likely to provide answers that are considered socially
approved rather than answering with a sincere self-evaluation.
PWIDs’ Behaviors on Siblings

Across several studies, researchers have moved beyond the impact of having a
sibling with a disability to consider whether the etiology of the disability may be a factor
affecting the sibling dyad. Similar to the findings from caregiving literature that state
parents experience poorer psychological functioning when their child with ID displays
behavioral issues (Gath & Gumley, 1984; Mak & Kwok, 2010; Werner & Shulman,
2015), sibling relationships are also negatively affected when one sibling exhibits severe
behavioral problems (Hodapp et al., 2017; Shivers et al., 2013). For instance, research
findings have suggested that siblings of individuals with ASD are likely to report less
warmth and positive attitudes toward their sibling as well as more depressive symptoms
and poorer health compared to siblings of individuals with other types of disabilities
(Doody et al., 2010; Hodapp & Urbano, 2007). A possible explanation is that people in
society expect family members to exert control over their child or sibling’s atypical
behaviors (i.e., inappropriate affective behaviors, rocking, twirling, outbursts, or lack of
proper social skills), which in turn creates greater levels of stress and self-blame (Mak &
Kwok, 2010; Tomanik et al., 2004). The type of ID may be an important variable that
impacts psychological well-being for people with siblings with ID. For instance, higher
levels of problem behaviors in PWID correlate negatively with levels of warmth from the
sibling in later adulthood (Cuskelly, 2016; Orsmond & Seltzer, 2007; Shivers et al.,
2013).
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Studies of people with siblings with some types of ID appear to be lacking. There
have been no known published studies on the psychological well-being of adult siblings
of individuals with less common ID such as FXS, WS, DGS, Landau-Kleffner syndrome,
angelman syndrome, cri-du-chat syndrome, or FASD. To date, there has been one
published study examining the quality of life of individuals with siblings with PWS
(Mazaheri et al., 2013). Mazaheri et al. (2013) administered questionnaires to a small
sample size of 13 siblings. Siblings of PWS reported overall poorer quality of life
compared to siblings of individuals with complex health conditions such as cancer.
Participants exhibited high levels of depressive symptoms, anger, worry, and feelings of
isolation (Mazaheri et al., 2013). Researchers posited that individuals with siblings who
have PWS may experience negative psychological functioning due to certain maladaptive
behaviors that are characteristics of PWS such as temper outbursts, stubbornness,
compulsivity, and stereotyped behaviors. Due to the dearth of research on certain classes
of disabilities, it is unclear if there is a consistent correlation between a PWID’s behavior
problems and the non-disabled sibling’s psychological well-being. Therefore, the
researcher of the current study aimed to be one of the first to include the sibling
experiences of various ID and assess if problem behavior has any impact on a sibling’s
psychological functioning.

Siblings and Stigma

To the best of the researcher’s knowledge, there appears to be no extant research

that has explored more deeply into the nuanced experiences of adult siblings with a

brother or sister with an ID. One construct that has been distinctly missing from the
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literature to date that may help contextualize negative reactions and experiences of
having a sibling with an ID is affiliate stigma. Indeed, most of the research in this area
has centered on caregivers (primarily mothers) of children with ID who experience
affiliate stigma (Corrigan & Watson, 2002; dosReis et al., 2010; Link & Phelan, 2001,
Mak & Cheung, 2008; Norvilitis et al., 2002; Werner & Shulman, 2015; Wong et al.,
2016); however, the literature on adult siblings regarding their experiences with affiliate
stigma is nonexistent.

There were 20 studies in which researchers examined courtesy or affiliate stigma
among caregivers of individuals with intellectual disabilities between 1990 and 2012 (Ali
et al., 2012). Of those, only three researchers explicitly studied the impact of affiliate
stigma on caregivers (Mak & Cheung, 2008; Mak & Kwok, 2010; Ntswane & Van Rhyn,
2007). However, each researcher primarily focused on mothers as their sample and
seemed to assume that only primary caregivers, who are typically mothers, experience
stigma, further neglecting the siblings’ experience. Since 2012, there have been five
studies focused primarily on the impact of affiliate stigma upon caregivers of PWID.
Four of the studies centered on parents of children with ASD (Chan & Lam, 2018;
Werner & Shulman, 2013, 2015; Wong et al., 2016). Researchers found parents of
children with ASD experience a negative correlation between affiliate stigma and
psychological well-being (Chan & Lam, 2018; Werner & Shulman, 2013; Werner &
Shulman, 2015; Wong et al., 2016). Yang (2015) found similar results examining
caregivers of children with ID, but notably discovered that caregivers who experienced a

stronger desire to save face were more likely to internalize shame leading to poorer
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mental health. While Yang (2015) was the only researcher to most recently examine
caregivers of individuals with varying ID, there was no mention of the types of ID.

In a recent unpublished dissertation, Fleming (2015) interviewed three siblings
whose brothers or sisters were diagnosed with cerebral palsy, autism and ID, and DS.
Fleming (2015) identified several themes regarding how adult siblings felt about their
sibling with a neurodevelopmental disability including love, pride, and admiration as well
as shame, loss, and embarrassment. Two participants described feeling “embarrassed to
be seen in public” with their sibling or that they felt a loss of a sense of normalcy
(Fleming, 2015, p. 32). The major themes alluded to the result of internalized stigma;
however, the researcher did not categorize the theme this way. Nevertheless, Fleming’s
(2015) research is the first to highlight the affective component adult siblings may
experience having a brother or sister with a neurodevelopmental disability. While the
research was novel, it was characterized by limitations including a small sample size,
limited participant age range (28-30 years old), and exclusion of other types of lesser
known intellectual disabilities (i.e., FXS, WS, and PWS). An additional limitation was
the lack of investigation related to stigma. Fleming (2015) noted stigma emerged as a
repeated topic across siblings; however, the researcher did not explore the impact of felt
stigma upon the sibling further. The researcher of the current study intends to expand
upon Fleming’s (2015) research and explore whether siblings of PWID experience all
three components of affiliate stigma (behavioral, affective, and cognitive), as well as the
impact of the behavioral problems of the siblings with an ID, and how these impact non-

disabled adult siblings’ mental health.
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Rationale for the Current Study

While investigators have researched the psychological well-being of family
members of PWID, the literature to date has focused primarily on parents. Research
findings suggest caregivers experience high levels of depression and anxiety as well as
lower psychological well-being due to internalized (affiliate) stigma (Ali et al., 2012;
Dako-Gyeke, 2018; Malli et al., 2016; Norvilitis et al., 2002; Werner & Hess, 2016). As a
result, caregivers of PWID often report feelings of shame and embarrassment (Mak &
Cheung, 2008; Wong et al., 2016), thoughts of losing face (Adithyan et al., 2017; Ho,
1976; Mak & Cheung, 2008), and employ maladaptive behavioral strategies such as
concealment and isolation (Chen et al., 2016; Grover et al., 2017; Mak & Cheung, 2008;
McCann & Lubman, 2018; Liegghio, 2017; Mikami et al., 2015; Singh et al., 2016;
Werner & Hess, 2016; Wong et al., 2016).

Furthermore, caregivers of children with more severe behavioral problems
experience affiliate stigma and decreased psychological well-being (Mak & Kwok,
2010). The researcher of the current study aimed to extrapolate the findings from
caregivers who experience affiliate stigma and explore whether affiliate stigma and
behavior problems similarly impacts siblings’ psychological well-being and functioning.
Although siblings of PWID may have both positive and negative experiences, it is yet
unknown if siblings experience affiliate stigma similarly to primary caregivers and what
their unique experiences pertaining to mental health are. The current study is the first to
explore whether adult siblings of PWID experience affiliate stigma as well as how stigma
may impact their psychological well-being.
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Of note, it is an ethical imperative for psychologists to strive to gain awareness,
increase their knowledge, and learn how to assist marginalized populations (American
Psychological Association [APA], 2017). Psychologists are positioned to help individuals
with disabilities as well as families of individuals with disabilities through challenges and
stressors (APA, 2012). Therefore, practitioners are encouraged to assess how family
members are managing stress, improving their quality of life, and employing adaptive
coping skills (APA, 2012). The current study adds to the literature related to the siblings’
experiences with the hope that psychologists may use the research to provide support and
psychoeducation to siblings of PWID.

Hypotheses

Based on the literature reviewed, the researcher proposed the following
hypotheses:

1. Itis hypothesized that affiliate stigma will be positively correlated with higher levels
of depression among siblings of PWIDs.

2. Itis hypothesized that affiliate stigma will be positively correlated with higher levels
of anxiety among siblings of PWIDs.

3. ltis hypothesized that affiliate stigma will be negatively correlated with
psychological well-being among siblings of PWIDs.

4. Itis hypothesized that affiliate stigma will partially mediate the relationship between
behavior problems and psychological well-being.

5. Itis hypothesized that affiliate stigma will partially mediate the relationship between

behavior problems and depression.
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6. Itis hypothesized that affiliate stigma will partially mediate the relationship between

behavior problems and anxiety.
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CHAPTER IlI
METHODOLOGY
Participants

The researcher recruited 202 participants through social media websites, listservs
associated with 1D organizations, and sibling support groups to participate in the current
study. Of the 202 participants who attempted to complete the study, 92 participants were
removed due to duplicate cases (i.e., the same participant completed the study multiple
times), invalid data (i.e., random responding), limited survey duration (i.e., took less than
2 seconds per item) and those who did not fully meet criteria (i.e., did not have a sibling
with an ID). Therefore, 110 participants’ data were retained for the study. Respondents
who completed the study did not differ from respondents who did not complete the study.
For a medium effect with an alpha level of .05 in a multiple regression with 8 predictor
variables, a minimum sample size of 107 participants was necessary for a power of .80
(Cohen, 1992).

Participants ranged in age from 18 to 78 years (M = 30.84, SD = 12.51).
Participants were predominantly female (77.3%) and White (90.9%). Many of the
participants were employed, with 54.5% indicating that they had full-time positions.
Participants were well-educated with nearly two-thirds having obtained at least a
bachelor’s degree. Many of the participants lived either with their sibling or within a 50-
mile radius of the sibling with an ID (70%). For detailed information about participants’

demographics, see Table 1.
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Table 1

Demographics of Participants

Variable Level n %
Gender Man 24 21.8%
Woman 85 77.3%
Nonbinary 1 0.1%
Race White 102 90.9%
Hispanic/Latinx 4 3.6%
Black 0 0%
Native American 0 0%
Asian 2 1.8%
Bi-Multiracial 4 3.6%

Highest Level of

Education High school 18 16.4%
Some post high school 15 13.6%
2 year degree 5 4.5%
4 year degree 44 40%
Graduate 28 25.5%
Employment Status Full-time 60 54.5%
Part-time 15 13.6%
Unemployed 8 7.3%
Other 27 24.5%

Proximity to sibling with

intellectual disability Lives with sibling 35 31.8%
1-10 miles 26 23.6%
11-50 miles 16 14.5%
51-150 miles 12 10.9%
151-300 miles 7 6.4%
301-500 miles 2 1.8%
More than 500 miles 12 10.9%
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Participants’ disabled sibling ranged in age from 2 to 73 years (M = 28.18, SD =
12.70). Nearly half (47.3%) of the participants reported having a sibling who identified as
male while 51.8% of the participants indicated that their sibling identified as female.
Most participants had a biological sibling with an ID (85.5%). Nearly all participants
(91.5%) indicated that they had engaged in caretaking duties for their sibling within the
past year. Similarly, a vast majority of the participants (97.2%) indicated that they had
engaged in caretaking duties for their sibling in the past (longer than 2 years). See Table
2 for more details of participants’ siblings.

Table 2

Demographics of Participants’ Sibling with Intellectual Disability

Variable Level n %

Gender Man/male 52 47.3%
Woman/female 57 51.8%
Unknown 1 0.9%

Related to Sibling Biological 94 85.5%
Half-sibling 12 10.9%
Step sibling 0 0%
Adopted 4 3.6%

Caretaking Duties Within

Last Year Daily activities 74 67.3%
Household activities 68 61.8%
Financial responsibilities 25 22.7%
Healthcare 56 50.9%
Transportation 79 71.8%
Other 17 15.5%
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Caretaking Duties Within

Last 2 Years Daily activities 89 80.9%
Household activities 83 75.5%
Financial responsibilities 27 24.5%
Healthcare 71 64.5%
Transportation 89 80.9%
Other 12 10.9%

The majority of the participants’ siblings reported having a sibling diagnosed with
angelman syndrome (44.5%). Each of the intellectual disabilities were represented other
than cri-du-chat (0%). See Table 3 for more details on the sibling’s type of disability.
Table 3

Type of Intellectual Disability of Participants’ Sibling

Variable Level n %

Type of Disability Down Syndrome 18 16.4%
Williams Syndrome 13 11.8%
Fragile X Syndrome 8 7.3%
Prader-Willi Syndrome 7 6.4%
Other:
Smith-Magenis 5 4.5%
DiGeorge Syndrome 3 2.7%
Fetal Alcohol Spectrum 1 0.01%
Cri-du-Chat syndrome 0 0%
Angelman Syndrome 49 44.5%
Cerebral Palsy 1 0.01%
ASD with ID 2 0.02%
Unknown ID 3 0.03%
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Procedure

Participants were primarily recruited electronically through social media websites
and listservs associated with 1D organizations and sibling support groups prior to the
COVID-19 pandemic. These organizations included The Arc, Easter Seals, National
Down Syndrome Society, Down Syndrome Partnership of North Texas, Down Syndrome
Guild of Dallas, National Fragile X Foundation, National Organization for Rare
Disorders, Williams Syndrome Association, Prader-Willi Syndrome Association, Smith-
Magenis Syndrome Research Foundation, Angelman Syndrome Foundation, and Texas
disability service agencies. The researcher also contacted support organizations
specifically for siblings of PWID. The researcher asked the organizations to share
information about the current study with their members on their social media pages and
in their newsletters. To prevent selection bias, the researcher posted information about the
current study on other sites not related to ID or siblings such as Reddit, Survey Circle,
Psychological Research on the Net, and LinkedIn. Additionally, the investigator
electronically distributed a flyer (see Appendix A) to local agencies and clinics with
information about the study along with a link to the online survey. Due to a limited
response rate from various sibling support groups and ID organizations, the researcher
heavily utilized social media sources such as Facebook to post information about the
current study. Since the researcher contacted various sibling support groups through
social media pages, the current sample may not be representative of the greater

population.
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The title of the study was presented as “Experiences of Adult Siblings of
Individuals with Intellectual Disabilities” to help minimize risk of demand
characteristics. Participants completed an informed consent form (see Appendix B). The
informed consent provided participants information regarding the purpose of the study,
potential benefits, risks, sources for counseling, and the researcher and her advisor’s
contact information. After indicating informed consent, participants were screened on all
three criteria prior to starting the study. If participants met all criteria, they were directed
to a short demographic questionnaire in addition to six online measures: Affiliate Stigma
scale (AS; Mak & Cheung, 2008), Psychological Well-Being (PWB; Ryff & Keyes,
1995), Aberrant Behavior Checklist-2 (ABC; Aman et al., 1985), Center for
Epidemiological Studies Depression Scale-Revised (CESD-R; Eaton & Kessler, 1981),
Generalized Anxiety Disorder Scale (GAD-7; Spitzer et al., 2006), and Social
Desirability Scale (SDS; Reynolds, 1982; see Appendices E-J). See Table 4 for more
detailed information on the instruments. Once the assessments were completed,
participants were redirected to a page with a blank textbox and had the option to answer
an open-ended question, “Is there anything else that you would like the researcher to
know?”

Data were collected via PsychData, a software program that provides a secure
network for collecting data and ensures confidentiality of participants’ responses without
identifying information. To control for order effects, the researcher counterbalanced the
order of the six online measures through PsychData. Upon completion of the

assessments, participants had the option to be entered into a drawing to receive one of
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two $25 Amazon gift cards. Participants were asked to provide an email address if they
chose to enter their name for the drawing. Email addresses were not connected to

participants’ responses. The researcher sent electronic gift cards to participants who were

awarded the incentive.
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Table 4

Means and Standard Deviations for Instruments

Measure M SD Actual Range Potential Range
AS 1.50 0.45 1.00-3.00 1.00-4.00
Affective 1.77 0.60 1.0-3.14 1.0-4.0
Cognitive 1.40 0.40 1.0-2.57 1.0-4.0
Behavioral 1.37 0.47 1.0-3.38 1.04.0
PWB 5.48 0.82 3.33-6.83 1.0-7.0
Autonomy 5.33 1.14 1.67-7.0 1.0-7.0
Environmental Mastery 4.92 1.20 1.50-7.0 1.0-7.0
Personal Growth 6.11 0.95 2.67-7.0 1.0-7.0
Positive Relationships 5.43 1.29 1.67-7.0 1.0-7.0
Purpose in Life 5.52 1.16 1.67-7.0 1.0-7.0
Self-Acceptance 5.57 1.23 2.0-7.0 1.0-7.0
ABC 0.59 0.45 0-1.83 0-3.0
Irritability 0.70 0.68 0-2.67 0-3.0
Social Withdrawal 0.41 0.43 0-2.17 0-3.0
Stereotypic Behavior 0.52 0.56 0-2.43 0-3.0
Hyperactive/Noncompliance 0.72 0.61 0-2.50 0-3.0
Inappropriate Speech 0.51 0.68 0-2.23 0-3.0
CESD-R 0.73 0.64 0-2.88 0-3.0
GAD-7 1.0 0.72 0-3.0 0-3.0
SDS 0.54 0.25 0-1.0 0-1.0

Note. AS = Affiliate Stigma. PWB = Psychological Well-Being. ABC = Aberrant Behavior Checklist-2. CESD-R = Center for
Epidemiological Studies Depression Scale- Revised. GAD-7 = Generalized Anxiety Disorder Scale. SDS = Social Desirability Scale.
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Instrumentation
General Demographic Questionnaire

Prior to being directed to the demographic questionnaire, three criterion items
were asked of the participants to confirm their 1) identity as an adult (18 years of age or
older), 2) having a sibling with an ID, and 3) having had recent contact with their sibling
(see Appendix C). The participants who did not qualify for the study were redirected to a
page that read, “Thank you for your interest in this study. The study is looking for
participants over the age of 18 who have a sibling with an intellectual disability. Since
you do not meet these requirements, you do not qualify for participation at this time.
Thank you for your time.”

If participants qualified for the study, participants were redirected to complete a
brief general demographic questionnaire (see Appendix D). The questionnaire gathered
information about participants’ age, gender, ethnicity, employment status, and level of
education. In addition, participants were asked questions about their sibling with an ID
such as the sibling’s age, gender, relation to their sibling (i.e., full biological, half; step,
or adopted sibling), the proximal living distance, as well as type of caretaking duties (if
any) with which they currently or have previously assisted their sibling. The researcher
analyzed all demographic variables to determine if there was a relationship with the
dependent variables. The data were integrated into the primary analysis plan.

Participants were asked to indicate the specific type of ID with which their sibling

has been diagnosed. Participants were provided a selection of answer choices which
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included DS, FXS, WS, PWS, or Other ID (e.g., Smiths-Magenis, cri-du-chat syndrome,
angelman syndrome, FASD, or DiGeorge syndrome). For participants who were a sibling
of a PWID with a disorder not listed as an answer choice, they had the option to specify
in an empty text entry.
Affiliate Stigma Scale

The 22-item AS scale (Mak & Cheung, 2008) was adapted and used to measure
siblings’ internalization of stigma (see Appendix E). The investigator of the current study
modified Mak and Cheung’s (2008) scale. The original assessment was used primarily to
study caregivers of individuals with mental illness or intellectual disabilities. Although
siblings may be caregivers for PWID, not all participants may consider themselves
caregivers; therefore, the current study changed the wording slightly from “family
member with mental illness/intellectual disability” to “sibling with an intellectual
disability.” The researcher emailed and received permission from Mak and Cheung to
make the slight modification to their scale.

The modified AS scale encompassed 22 items scored on a 4-point Likert scale
from 1 (strongly disagree) to 4 (strongly agree). The questions were categorized into
three domains: affective (seven questions), cognitive (seven questions), and behavior
(eight questions). Sample items include, “I feel emotionally disturbed because I have a
sibling with intellectual disability,” “Having a sibling with intellectual disability makes
me lose face,” and “I reduce (or limit) going out with my sibling with an intellectual
disability.” To score the AS scale, the total score of all items were averaged. Higher

scores reflected greater affiliate stigma. The scale has good internal consistency for
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caregivers of PWID (« = .95; Mak & Cheung, 2008). The current study demonstrated an
alpha of .93.
Psychological Well-Being Scale

Psychological well-being was measured using a shortened version of Ryff and
Keyes’ (1995) PWB measure (see Appendix F). The scale consisted of 18 items from six
subscales of well-being: Self-acceptance, Positive Relations with Others, Autonomy,
Environmental Mastery, Purpose in Life, and Personal Growth. Sample items consisted
of, “I judge myself by what I think is important, not by what others think is important,”
“The demands of everyday life often get me down,” and “I gave up trying to make big
improvements or changes in my life a long time ago.” Participants were asked to respond
on a Likert scale from 1 (strongly agree) to 7 (strongly disagree). All items were totaled
and averaged to obtain an overall well-being score, higher scores indicating greater
psychological well-being compared to lower overall scores. The subscales of the PWB
demonstrates high internal consistency (a = .70-.89; Ryff & Keyes, 1995). The current
study demonstrated an alpha of .84.
Aberrant Behavior Checklist-2

The ABC was administered to obtain information about behavioral problems adult
sibling reports regarding the PWID (Aman et al., 1985; see Appendix G). The ABC was
originally developed and intended for patients living in institutions; however, the measure
was revised to make it more applicable to home and school settings (Aman et al., 1985).
Currently the ABC is the most widely used behavior rating scale in the ID field (Rojahn

etal., 2011). The ABC is a 58-item rating scale used to assess maladaptive behaviors
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across five subscales: Irritability, Hyperactivity, Lethargy/Withdrawal, Stereotype, and
Inappropriate Speech. Participants were asked to rate the PWID’s behavior over the
previous 4 weeks. Each item was scored on a 4-point scale ranging from 0 (not a
problem) to 3 (problem is severe in degree). Sample items consisted of participants
reporting whether their sibling with ID is “restless,” “disturbs others,” “impulsive,” “does
not communicate,” and “easily distracted.” Higher sum of scores from the items indicated
more undesirable behavior. The ABC-2 has high internal consistency for adults with
intellectual disabilities (o = .94; de Vaan et al., 2018). The current study demonstrated an
alpha of .95.
The Center for Epidemiological Studies Depression Scale-Revised

To obtain information about the participant’s level of depression, the CESD-R
was administered (see Appendix H). The CESD-R (Eaton & Kessler, 1981) is a 20-item
self-report measure used to assess the occurrence and severity of symptoms of depression
in adults. Eaton and Kessler (1981) modified Radloff’s (1977) original CESD scale to
more closely align with current DSM-5 (American Psychiatric Association, 2013)
diagnostic criteria for depression. The 20 items in the scale are categorized into nine
groups based on depressive symptoms: suicidal ideation, agitation, fatigue,
worthlessness, concentration, sleep, appetite, anhedonia, and dysphoria.

The instructions stated, “Below if a list of the ways you might have felt or
behaved. Please check the boxes to tell me how often you have felt this way in the past
week or so” (Eaton & Kessler, 1981, p. 33). Examples of such statements included, “I felt

like a bad person,” I had a lot of trouble getting to sleep,” and “Nothing made me happy.”
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Participants were then asked to select how often they have experienced the symptom with
answer choices ranging from “not at all or less than 1 day last week” to “nearly everyday
for the past two weeks.” The items were scored on a 5-point ordinal scale ranging from 0
(not at all or less than 1 day in the last week) to 3 (nearly every day for 2 weeks). CESD-
R scores were calculated by summing each of the single scores from the 20 items, with
higher total scores indicating more severe depressive symptoms. Scores of 16 or above
indicated clinical significance of depressive symptoms based on DSM-5 (American
Psychiatric Association, 2013) criteria. The CESD-R has exhibited good psychometric
properties including a high internal consistency range (« = .85-.90) and high validity
within the general population (Radloff, 1977). The current study demonstrated an alpha
of .92.
Generalized Anxiety Disorder Scale

Anxiety symptoms were measured using the GAD-7 (Spitzer et al., 2006; see
Appendix I). The GAD is a 7 item measure with each item on a 4-point Likert scale
ranging from O (not at all) to 3 (nearly every day). Sample items included, “Feeling
nervous, anxious, or on edge” and “Not being able to stop or control worrying.”
Participants were asked to answer how often they have been bothered by the following
problems over the last 2 weeks. The answer choices to select from consisted of not at all
sure, several days, over half the days, and nearly every day. If the participant reported
experiencing any of the items, they were asked if the difficulties impaired their
functioning at work, home, or relationally. Items’ scores were totaled with higher scores

indicating significance of anxiety symptoms. The GAD-7 has high internal consistency («
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=.89) among the general population (Lowe et al., 2008). The current study demonstrated
an alpha of .88.
Social Desirability Scale

Social desirability bias was measured using the short form of the SDS (Reynolds,
1982; see Appendix J). The SDS is a 13-item measure that was adapted from the 33-item
Marlowe-Crowne Social Desirability Scale (MCSDS) to measure respondents’ tendency
to respond to questions with honest self-evaluation (Reynolds, 1982). The shortened
version was utilized as it has been shown to be a viable substitute for the original
MCSDS. Participants were asked to decide whether each statement is true or false.
Sample items included, “I sometimes feel resentful when I don’t get my way,” “No
matter who I’'m talking to, I’'m always a good listener,” and “I’m always willing to admit
it when I make a mistake.” Five items were reverse scored. The reverse scored items
assessed a participant’s tendency to overreport positive traits or underreport undesirable
behaviors. Examples of items that were reverse scored included participants suggesting
that they are “always courteous, even to people who are disagreeable” or that they have
“never been irked when people expressed ideas very different from [my] own.” The
scores were totaled with each respondent receiving a social desirability score ranging
from 0-13. Higher score indicated a concern with societal approval and a strong tendency
to give socially desirable answers to the statements. The SDS yields an acceptable
reliability (o« =.76) and was correlated .93 with the original MCSDS (Reynolds, 1982).

The current study demonstrated an alpha of .78.
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Analytic Plan

Descriptive analyses were conducted for all demographic variables. Primary
variables were examined and assessed for skewness and kurtosis. All distributions met
the assumption of normality. The study’s hypotheses and analytical plan are listed below.
Pearson’s correlational analyses were conducted for Hypotheses 1, 2, and 3. Hypothesis
1, which predicted that greater affiliate stigma would predict more depressive symptoms,
was tested using correlational analyses. Similarly, a correlational analysis was conducted
for Hypothesis 2 which predicted that greater affiliate stigma would predict more anxiety
symptoms. Hypothesis 3 posited a negative relationship would occur between
psychological well-being and affiliate stigma.

For Hypotheses 4, 5, and 6, the researcher conducted a mediation analysis
following the steps of Baron and Kenny (1986) and Sobel (1982) to examine the
mediating role of affiliate stigma on the association between behavior problems and
dependent variables (i.e., psychological well-being, depression, and anxiety). The
researcher conducted a multiple regression analysis. For the first step, the primary
investigator conducted a simple regression to examine whether the relationship between
behavior problems and the dependent variable (i.e., psychological well-being, depression,
or anxiety) was significant prior to controlling for affiliate stigma (Path c). Diagram A in
Figure 1 represents Path c, representing the unmediated model. At Step 2, the researcher
assessed whether behavior problems predicted more affiliate stigma (Path a). At Step 3,
the researcher assessed the significance of affiliate stigma as a predictor of the dependent
variable (i.e., sibling’s psychological well-being, depression, or anxiety; Path b). At Step
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4, the researcher assessed whether behavior problems would be significant in predicting
the dependent variable after controlling for affiliate stigma (Path ¢’). Diagram B in Figure
1 represents the mediated model and depicts Path a, b, and ¢’. Lastly, a Sobel test was
utilized to examine whether affiliate stigma mediated the relationship between behavior
problems and the dependent variable.

Figure 1

Example of Unmediated and Mediated Model

A
Behavior Dependent
Problems C Variable
B
Affiliate
Stigma
a b
Behavior > Depe_ndent
Problems Variable
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The fourth hypothesis predicted that affiliate stigma would partially mediate the
relationship between behavior problems and psychological well-being. The fifth
hypothesis predicted that affiliate stigma would partially mediate the relationship
between behavior problems and depression. The sixth hypothesis predicted that affiliate
stigma partially mediated the relationship between behavior problems and anxiety.

To explore the presence of social desirability bias, bivariate correlations were
conducted using the social desirability score and the remaining scales measuring anxiety,
depression, aberrant behaviors, affiliate stigma, and psychological well-being. Positive
correlations would indicate a significant level of relationship between social desirability
and the subscale being assessed in which case respondents’ answers may have been
skewed by impression management and would be interpreted cautiously. Negative
correlations would indicate low level of relationship between social desirability and the

subscale being assessed.
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CHAPTER IV
RESULTS

Descriptive analyses were run for all demographic variables. Variables were
assessed for skewness and kurtosis to determine whether distributions are normal or
required correction. All distributions met the assumption of normality, and no corrections
were made. For each hypothesis, an exploratory analysis was conducted comparing
participants with siblings of differing intellectual disabilities with each other. In addition,
correlational analysis and one-way Between Subjects ANOVA tests were conducted to
examine if demographic variables such as age, gender, race, caretaking duties, and
education impacted affiliate stigma. The findings for these exploratory analyses will be
detailed following each hypothesis below.

Preliminary Analyses

Correlations Among Scales

Correlational analyses were conducted to assess intercorrelations of the various
scales and subscales (see Table 5). Correlational analyses were primarily analyzed to
assess if there were correlations among the five scales and each of the subscales.
Affiliate Stigma Scale

The AS scale total scale score was positively correlated with its own affect (r =
.92, p <.01), behavior (r =.91, p <.01), and cognitive subscales (r = .90, p <.01). While
the AS scale had a significant positive correlation with the ABC (r = .41, p < .01), the AS
scale was not significant with stereotypical behaviors (r = .17, p > .05) and inappropriate

speech (r = .07, p > .05) subscales of the ABC.
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Table 5

Correlations

Measure 1 la 1b 1c 2 3 4 4a 4b 4c 4d 4e 4f 5 5a 5b 5¢ 5d 5e
1. AS -- 92 91* 90* 37 32 -57 -20** -bH2* -31* -51*  -30* -49*%  A41* 42* .30* A7 .35* .07
la. Aff. -- -- J3%  76*  .28* .26* -46* -.05 -47*  -19%*%  -42%  -25%% - 41% 3T7* .34* .25* A5 37* .08
1b. Beh. - - - 5% 33  29* -bB5*  -32* -A44* - 32* -47* =32 -44*  38* 43* .33 .08 .30* .03
1c. Cog. -- -- -- -- 42*  36* -55*  -17 -52*  -35* -53*  -25* -51*  .37* 41* 22%* 24%* .29* .07
2. Dep - - -- -- -- J2*  -63*  -25*% -65*  -27* -43*  -43* -64*  .30* .28* 22%* .29 .20%* .06
3. Anx - - -- -- -- - -54*  -28* -59*  -23*%*  -42*%  -24%*  _B4* 6% 23%* .35% 16 A1 12
4. PWB -- -- -- -- -- -- -- 43* JT* 67* 15% a1* .84* -23** L 22%* . 24%* - 15 -.15 .02
4a. Aut. - - -- -- -- - -- -- .26* 19** 15 21%* .26 -12 -.19 -.08 .03 -.07 .00
4b. EM -- -- -- -- -- -- -- -- -- .35* .56* A46* .69* -.25* -.26* -21**  -15 -17 -.00
4c. PG -- -- -- -- -- -- -- -- -- -- 57* b1* A45%* -.04 -.04 -12 -.04 .00 A1
4d. PR -- -- -- -- -- -- -- -- -- -- -- A1* .56* -.13 -.10 -17 -15 -.09 .04
4e. PIL -- -- -- -- -- -- -- -- -- -- -- -- b1* -21%*  -15 -27* -12 -.15 -11
4f. SA -- -- -- -- -- -- -- -- -- -- -- -- -- -22%% 2%k Q3% L 20%*% -12 .03
5.PB -- -- -- -- -- -- -- -- -- -- -- -- -- -- .89* 67* .69* .88* .36*
5a. Irr. -- -- -- -- -- -- -- -- -- -- -- -- -- -- -- 45* 48* .70* .30*
5b. SW -- -- -- -- -- -- -- -- -- -- -- -- -- -- -- -- .36* A42* A1
5c. SB -- -- -- -- -- -- -- -- -- -- -- -- -- -- -- -- -- .60* .25%
5d.Hyp - - - - - - . . - - - - - - - - - - 19%*
5e. IS -- -- -- -- -- -- -- -- -- -- -- -- -- -- -- -- -- -- --

Note. 1. Affiliate Stigma, 1a. AS-Affect, 1b. AS-Behavior, 1c. AS-Cognition; 2. Depression; 3. Anxiety; 4. Psychological Well-Being, 4a. PWB-Autonomy, 4b.PWB-Environmental Mastery, 4c. PWB-
Personal Growth, 4d. PWB-Positive Relationships, 4e. PWB-Purpose in Life, 4f. PWB-Self-acceptance; 5. Problem Behaviors, 5a. PB-Irritability, 5b. PB-Social Withdrawal, 5¢c. PB-Stereotypic
Behaviors, 5d. PB-Hyperactivity, 5e. PB-Inappropriate Speech

*p <.01. **p <.05
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The Psychological Well-Being Scale

The PWB was negatively correlated with AS (r =-.57, p <.01), CESD-R (r = -
.25, p <.01), GAD-7 (r =-.28, p <.01), and ABC (r =-.23, p < .05). Three subscales
within the ABC scale, stereotypical behaviors (r = -.15, p > .05), hyperactivity (r =-.15, p
> .05), and inappropriate speech (r =.02, p > .05), were not significantly correlated with
the PWB scale.
Aberrant Behavior Checklist

The ABC scale was positively correlated with AS (r = .41, p <.01), CESD-R (r =
.30, p <.01), and GAD-7 (r = .26, p < .01). Conversely, ABC had a significant negative
correlation with PWB (r =-.23, p < .05).
The Center for Epidemiological Studies Depression Scale-Revised

The CESD-R was positively correlated with AS (r = .32, p <.01), GAD-7 (r =
.32, p<.01),and ABC (r = .41, p <.01). The CESD-R had a significant negative
correlation with PWB (r = -.57, p < .01). The results indicated that the CESD-R had a
significant positive correlation with all scales and subscales other than the inappropriate
speech subscale of the ABC (r = .06, p > .05).
Generalized Anxiety Disorder-7 Scale

The GAD-7 scale was positively correlated with AS (r = .32, p <.01) and CESD-
R (r=.72, p <.01). The GAD-7 had a significant negative relationship with PWB (r = -
.54, p <.01). The GAD-7 had a significant positive correlation with the overall ABC (r =

26, p <.01).
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Potential Covariates

Since previous researchers have found that demographics variables impact the
experiences of affiliate stigma, further statistical analyses were conducted to determine
whether affiliate stigma varies according to gender, racial-ethnic culture (individualistic
versus collectivistic) and with the presence of problem behaviors among PWID.
Sex

A one-way between subjects ANOVA was conducted to determine whether the
sex of the participants impacted affiliate stigma. The ANOVA was not significant (F(2,
107) = 1.28, p > .05, n? = .02). Therefore, no significant differences in the amount of
affiliate stigma experienced were found based on the sex of the participants. This finding
should be interpreted cautiously based on the disparate number of men and people of
other genders compared to women who participated in the investigation.
Race-Ethnicity

A one-way between subjects ANOVA was conducted to determine whether race
impacted affiliate stigma. Similarly, the ANOVA was not significant (F(3, 106) = .02, p
> .05, n>=.00). The results suggest there is no significant difference in the amount of
affiliate stigma experienced based on the racial identity of the participants. However,
these results should be interpreted cautiously as there was a lack of representation of
people of color within the study as most participants that completed the survey were

White.
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Type of Disability

A one-way between subjects ANOVA to determine whether type of disability
impacted affiliate stigma. The ANOVA was not significant (F(8, 101) = 1.50, p > .05,
= .11, suggesting there was no significant difference in the amount of affiliate stigma
experienced based on the type of disability of the participants’ sibling.
Other Demographic Variables

A one-way between subjects ANOVA was conducted to determine whether
additional demographic variables impacted affiliate stigma. There was no significance
between affiliate stigma and participants’ employment status (F(3, 104) = 1.49, p > .05),
education level (F(4, 105) = .48, p > .05), proximity to sibling with ID (F(6, 103) = 1.48,
p >.05), caretaking duties within the past year (F(6,103) = 1.69, p > .05), or caretaking
duties more than 2 years ago (F(6, 103) = 1.29, p > .05).

Tests of Hypotheses

Hypothesis 1

Hypothesis 1 predicted that greater levels of affiliate stigma would predict higher
levels of reported depressive symptoms, such that siblings of PWIDs who experienced
affiliate stigma would report increased symptoms of depression. As hypothesized,
affiliate stigma was positively correlated with depressive symptoms (r = .37, p < .01).
Participants who experienced affiliate stigma reported greater depressive symptoms.
While the results indicated statistical significance, the correlation between affiliate stigma
and depression appeared to be weak. The researcher also calculated the coefficient of

determination, r?, to determine if the proportion of variance of one variable was
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predictable from the other variable. Affiliate stigma had a weak effect, accounting for
15% of the variability in depressive symptoms.

A bivariate correlation was conducted to measure the level of relationship
between social desirability and the scores on the affiliate stigma survey. The results
suggested a low level of relationship between social desirability and the affiliate stigma
subscale (r = -.37, p <.01) This finding indicates participants’ answers were not skewed
by impression management and that the results from Hypothesis 1 appears to be valid and
reliable. Similarly, the results suggested a low level of relationship between participants’
social desirability scores and the depression subscale (r = -.40, p <.01). Participants’
responses were not skewed by impression management; therefore, the results appear to be
valid.

Hypothesis 2

Hypothesis 2 posited that greater levels of affiliate stigma would predict increased
levels of anxiety symptoms. This hypothesis suggested that siblings of PWIDs who
experienced affiliate stigma would report increased symptoms of anxiety. As posited, a
positive correlation was found between affiliate stigma and anxiety (r = .32, p <.01).
Participants who reported higher levels of affiliate stigma also reported significantly
higher levels of anxiety. While the results indicated a significant relationship between
affiliate stigma and anxiety, there was a weak effect with 11% of the variability
accounted for. This means that while an individual’s experience of affiliate stigma may

be predictive of their anxiety symptoms, affiliate stigma only accounted for 11% of the
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variability in anxiety symptoms. Therefore, other factors contribute to participants’
anxiety symptoms.

A bivariate correlation was conducted to measure the level of relationship
between social desirability and the scores on the anxiety subscale to assess if participants
responses to the anxiety subscale was possibly skewed. The results suggested a low level
of relationship between social desirability and the anxiety subscale (r =-.43, p <.01).
The results indicate participants’ answers were not skewed and that the answers on the
subscales appear to be valid and reliable.

Hypothesis 3

Hypothesis 3 predicted that affiliate stigma would be negatively correlated with
psychological well-being among siblings of PWIDs. As hypothesized, the results
revealed that participants who reported experiencing affiliate stigma also reported lower
levels of psychological well-being, (r = -.57, p <.01). While there was statistical
significance at the p = 0.01 level, there was a moderate effect, indicating that 32% of the
variability in the participants’ responses can be explained by the differences between the
two variables.

A Dbivariate correlation was conducted to measure the level of relationship
between social desirability and psychological well-being. The results indicated a
significant level of relationship between social desirability and the psychological well-
being subscale (r = .53, p < .01, r> = .28). This finding suggests that the participants’

responses may have been skewed by impression management. Therefore, the
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participants’ responses regarding psychological well-being should be interpreted

cautiously as these results may not be an accurate indicator of participants’ mental health.
Mediation Analysis

Hypothesis 4

Hypothesis 4 predicted whether affiliate stigma would partially mediate the
relationship between behavioral problems and psychological well-being. Results revealed
a full mediation, implying that affiliate stigma fully explained the association between
behavior problems and psychological well-being. Multiple regression analyses were
conducted to assess each step of the mediation model using PROCESS. The outcome
variable for analysis was psychological well-being. The predictor variable for the analysis
was behavior problems and the mediator variable was affiliate stigma.

In the first step, the results revealed that behavior problems were predictive of
psychological well-being (5 = -.44, t(106) = -2.58, p < .05) as seen in Diagram A in
Figure 2. In the second step, the results revealed behavior problems of the PWID was
predictive of affiliate stigma (5 = .42, t(107) = 4.74, p < .001). Furthermore, affiliate
stigma was negatively associated with psychological well-being (5 = -1.02, t(106) = -
6.34, p < .001). When affiliate stigma was controlled for, behavior problems were no
longer predictive of psychological well-being (5 = -.02, t(106) = -.10, p = .92), thus
suggesting a full mediation. Diagram B in Figure 2 displays the results of the mediation
model. A Sobel test was conducted to test for mediation. The results indicated affiliate
stigma fully mediated the relation between behavior problems and psychological well-
being (z =-3.07, p =.002).
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Figure 2

Unmediated Model and Mediated Model for Psychological Well-Being

A
Behavior Psychological
Problems [ =- 44* Well-Being
B
Affiliate
Stigma
B = .42%*
Behavior Psychological
Problems > Well-Being
=-.02

Note. *p <.05. ** p <.001
Hypothesis 5

Hypothesis 5 investigated if affiliate stigma partially mediated the relationship
between behavior problems and depression. Results revealed a full mediation, implying
that affiliate stigma fully explained the association between behavior problems and

depression. A series of multiple regression analyses was performed using PROCESS to
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assess each path of the proposed mediation model. The outcome variable for analysis was
depression. The predictor variable for the analysis was behavior problems and the
mediator variable was affiliate stigma.

Results revealed the behavior problems of the PWID had a direct effect on a
sibling’s depressive symptoms (f = .45, 1(107) = 3.40, p < .001; see Diagram A, Figure
3). The findings also suggested behavior problems of the PWID were predictive of
affiliate stigma (5 = .42, t(107) = 4.74, p < .001) within the adult sibling without the ID.
The investigator also found affiliate stigma was positively correlated with depressive
symptoms (f = .43, t(107) = 3.08, p <.001). Results indicated that the direct effect of
behavior problems on depressive symptoms became non-significant (5 = .27, t(107) =
1.92, p =.06) when controlling for affiliate stigma, thus suggesting a full mediation.
Diagram B in Figure 3 displays the results of the mediation model. Since the p value was
close to .05, the results could suggest a marginal significance. However, the results would
need to be interpreted with caution due to a low statistical power and small sample size.
A Sobel test was conducted to test for mediation. The results indicated that affiliate
stigma fully mediated the relation between behavior problems and depression (z = 2.35, p

= .02).
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Figure 3

Unmediated and Mediated Model for Depression

A
Behavior > Depression
Problems B = 45*%
B
Affiliate
Stigma
f = .42%** f = A3***
Behavior _
Problems > Depression
L =.27

Note. *p <.05. ** p < .01. *** p <.001

Hypothesis 6

Hypothesis 6 predicted affiliate stigma would partially mediate the relationship

between behavior problems and anxiety. Results revealed a full mediation, implying that

affiliate stigma fully explained the association between behavior problems and anxiety.

Multiple regression analyses were conducted using PROCESS. The outcome variable for
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the analysis was anxiety. The predictor variable for the analysis was behavior problems,
and the mediator variable was affiliate stigma.

Results revealed behavioral problems of the PWID were predictive of a sibling’s
anxiety symptoms (5 = .46, t(106) = 3.01, p < .05) as illustrated in Diagram A of Figure
4. Behavioral problems of the PWID were also significantly predictive of affiliate stigma
(8 =.41,1(106) = 4.63, p <.001). Furthermore, results indicated the mediator, affiliate
stigma, was positively associated with anxiety symptoms (5 = .41, t(105) = 2.57, p <.05).
In addition, results indicated that the direct effect of behavioral problems on anxiety
symptoms became non-significant when controlling for affiliate stigma (5 = .29, t(106) =
1.76, p = .08; see Diagram B, Figure 4). The results indicate affiliate stigma fully

mediated the relation between behavior problems and anxiety (z =2.12, p =.03).
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Figure 4

Unmediated Model and Mediated Model for Anxiety

A
Behavior > Anxiety
Problems ﬁ = 46*
B
Affiliate
Stigma
B = a1 p= 4
Behavior > Anxiety
Problems
B =.29

Note. *p < .05. ** p <.001
Open-Ended Responses
At the end of the survey, participants were offered the opportunity to provide an

optional statement to the question, “Is there anything else that you would like the

89



researcher to know?”” Of the 110 participants who fully completed the study, 41
individuals provided a response, 35 of whom were women (85%) and six of whom were
men (15%). Most (93%) of the participants identified as White, whereas 2% were
Hispanic/Latinx, 2% were Asian, and 2% were Bi or Multiracial. Most of the participants
who responded reported having a sibling with angelman syndrome (51%), 5% with WS,
5% with PWS, 7% with DS and 7% with FXS. Most of the participants who responded
were young (M = 31.35), highly educated with either a bachelor’s or graduate degree
(54%) and had full or part-time employment (49%).

To analyze the qualitative responses, the researcher initially read through all the
responses and then created general categories for each of the responses (i.e., emotions,
personal disclosure, impact of having a sibling with an ID). Sub-categories were created
thereafter to provide further richer detail. For instance, the category of emotions was
grouped and tagged in either a positive, negative, or neutral sub-category. Upon review,
the open-ended statements revealed similar emergent categories consistently. Categories
that repetitively reappeared were clustered around positive emotions, negative emotions,
career influence, clarification of responses, and self-disclosure of disability. The
researcher re-read the responses and ensured that they properly fit in the categories
assigned. Since the researcher did not employ a methodology from a theory drawn from
qualitative research to analyze the open-ended response, the data should be interpreted
with caution. While the researcher was able to link particular quotes with specific
participants, the results may not be generalizable to all participants within the study since

not all participants answered the open-ended question at the end of the survey.
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Eight individuals shared that having a sibling with ID instilled positive emotions
and made a positive impact on their life. Seven of the individuals identified as women
while one identified as a man. Positive impact included having more patience, flexibility,
compassion, and ability to connect with others more easily. Two of the individuals
described having a sibling with ID creates a “happy and fun” environment. Among
participants who believed their sibling provided a positive impact, a few individuals
described how the impact has led the participant to be more active within the disability
community and attempt to advocate for disability rights due personal experience.
Participants who had a sibling diagnosed with PWS and DS all reported positive
emotions towards their sibling with an ID.

Ten of the participants (nine women, one man) reported having negative feelings

29 ¢¢

towards their sibling with ID stating that it has been an “inconvenience,” “sad to see
sibling’s lifestyle,” and experience of family stigma around PWIDs. One of the recurrent
negative emotions was stemmed around fear. Participants indicated fear of the future
once their parents died and having to become the primary caretaker of the PWID. One
participant shared how engaging in romantic or platonic relationships are difficult as they
fear a future partner may not be willing to assist with shared caretaking responsibilities.
Many participants disclosed having ruminative thoughts about the future, which create
increased anxiety and depression. Another common theme among participants who
disclosed having negative emotions about themselves and/or their sibling was courtesy

and affiliate stigma. One participant noted that their sibling’s disability was a “family

secret” that was hidden from all family members due to “denial” and “shame.” For many
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participants, it was difficult to see that “there is no cure for the disability” or felt pity for
their sibling as they perceived they could not have a “meaningful life.”

While many self-reports were made of negative emotions, seven participants
noted how having a sibling with ID influenced them to select a career field working with
individuals with disabilities such as special education, speech-language pathology, social
work, nursing, or research. Many of these participants were more likely to note positive
emotions towards their sibling with ID as they perceived the experience to be more
positively impactful.

Three individuals, who identified as women, personally disclosed how their own
disability identity impacts their mental health. Each of the three participants disclosed the
type of disability they had which consisted of a psychological disorder, intellectual
disability, and chronic health issues that impaired mobility and functioning. However,

there was no reference regarding if or how the PWID impacted their mental well-being.
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CHAPTER V
DISCUSSION

The investigator explored the impact of affiliate stigma on siblings of PWIDs
mental health and well-being. Consistent with previous literature capturing the
experiences of other primary caretakers, she hypothesized that adult siblings would also
experience affiliate stigma related to being a sibling of a person with an ID and therefore
experience increased levels of depression and anxiety and lower psychological well-
being. Because there were a few participants who self-reported having a disability (i.e.,
physical, psychological, or chronic health) themselves, the researcher uses “sibling” or
“sibling of PWID” to refer to the sibling without an ID.

Summary of Findings

The researcher found support for the first three hypotheses. Hypothesis 1
predicted higher levels of affiliate stigma would predict higher levels of depressive
symptoms. This hypothesis was supported, as individuals who reported higher levels of
affiliate stigma were likely to report more depressive symptoms. Hypothesis 2 predicted
higher levels of affiliate stigma would predict higher levels of anxiety symptoms. This
hypothesis was supported, such that individuals who experienced affiliate stigma were
more likely to also report anxiety symptoms. Hypothesis 3 predicted higher levels of
affiliate stigma would predict lower levels of psychological well-being. This hypothesis
was also supported, suggesting individuals who experience affiliate stigma experience

reduced psychological well-being.
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Hypotheses 4-6 explored whether affiliate stigma impacts the relationship
between behavior problems and mental health. Hypothesis 4 predicted that affiliate
stigma would mediate the relationship between behavior problems and psychological
well-being. The results suggest that while there is a direct effect of behavior problems on
psychological well-being, when affiliate stigma is accounted for, the results indicate the
behavior problems of the PWID have an indirect effect on psychological well-being.
Furthermore, the results revealed a complete mediation, rather than the initial expectation
of a partial mediation, suggesting behavior problems of the PWID is no longer significant
in predicting a sibling’s psychological well-being in the presence of affiliate stigma.
Hypothesis 5 predicted that affiliate stigma would mediate the relationship between
problem behaviors and depressive symptoms. Similarly, Hypothesis 6 predicted that
affiliate stigma would mediate the relationship between problem behaviors and anxiety
symptoms. Hypotheses 5 and 6 suggested a full mediation, indicating behavior problems
of the PWID only impacts the siblings’ anxiety and depressive symptoms when
experiencing affiliate stigma. In sum, the relationship between behavior problems and
mental health outcomes of the sibling can only be related and explained by a sibling’s
experience of affiliate stigma.

Integration of Major Findings with the Existing Literature
Demographics and Impact on Mental Health

Through an exploratory analysis, the current study did not find demographics

such as sex of the sibling, racial identity, and the type of the disability of the PWID had

any bearing on the participant’s experience of affiliate stigma or mental health concerns.
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However, previous research has suggested that women (Boyce & Barnett, 1993; Farber &
Kirk, 1960; Fowle, 1968; Liegghio, 2017; Lobato, 1983) and Asians (Adithyan et al.,
2017; Ho, 1976; Mak & Cheung, 2008) experience lower psychological functioning and
affiliate stigma, respectively. Since the prior research has been mixed and limited in
regard to how the type of disability may impact the sibling’s psychological well-being
(De Caroli & Sagone, 2013; Doody et al., 2010; Hodapp & Urbano, 2007; Taylor et al.,
2008; Werner & Shulman, 2013), the current researcher wanted to assess further if there
was a correlation between a person’s intellectual disability and their sibling’s mental
health symptoms; however, no relationship was found.
Sex of the Sibling

While previous research has found sisters of individuals with disabilities to be
more likely to experience mental health concerns such as depression (Boyce & Barnett,
1993; Farber & Kirk, 1960; Fowle, 1968; Lobato, 1983) and considerably more stress
than brothers of individuals with disabilities (Liegghio, 2017), the current research did
not find similar results. Interestingly, the current study found that a sibling’s experience
of affiliate stigma and/or mental health symptoms were a considerable stressor for all
siblings, regardless of their sex. There are several plausible explanations why the current
study did not reveal sex differences such as limitations within the methodology as well as
the increase in adoption of the caretaking role by boys and men specifically found in
disability literature. While the researchers attempted to seek a representative sample of
participants, the study’s sample consisted primarily of women (77%), which may have

made sex differences less detectable. Another explanation of not finding sex differences
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may be due to an increasing pressure for boys and men to take on domestic
responsibilities within the household as well as take a potential caregiving role for their
sibling with a disability (Mott et al., 2019). However, it is important to note that boys and
men may be taking the caregiving role for their sibling due to pressure by familial
members, being the eldest sibling, or being the only other sibling without a disability.
Literature suggests gender differences in caretaking responsibilities continue to exist with
women taking on a disproportionate amount of caretaking duties (Bureau of Labor
Statistics, 2019; Giurge et al., 2020); however, there needs to be further research on how
caretaking responsibilities may differ across genders when there is a sibling with an ID.
Furthermore, the previous research conducted on sisters and brothers of individuals with
IDs are notably dated, suggesting changes in gender roles over time may potentially
impact the non-significant finding.
Race and Culture

Based on previous research, the researcher anticipated that specific racial groups
such as Asians might be more likely to experience affiliate stigma. Prior literature
suggested caregivers within Asian cultures were more likely to report higher levels of
affiliate stigma and psychological distress due to concern for saving face within society
(Adithyan et al., 2017; Ho, 1976; Mak & Cheung, 2008). However, the current research
found no relationship between race, affiliate stigma, and mental health concerns, which
suggests that culture may be unrelated to affiliate stigma for siblings. This finding should
be considered tentatively, as the lack of representation of people of color in the current

study may have precluded statistical significance. Notably, only 10 participants in the
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current study identified as people of color and specifically only 2 individuals identified as
Asian therefore, the results of the current investigation may not accurately represent the
potential impact of racial identity upon the experience of affiliate stigma.

Type of Disability

Previous researchers have found mixed results regarding how the severity of
one’s intellectual disability may impact the sibling relationship as well as the sibling’s
mood and mental health. While some researchers have found siblings of adults with
varying IDs to have few negative psychological effects as adults (Taylor et al., 2008),
other researchers have found contrasting results, suggesting siblings of individuals
diagnosed with specific intellectual disabilities such as ASD may be more likely to
experience more depressive symptoms compared to siblings of individuals with other
disabilities (De Caroli & Sagone, 2013; Doody et al., 2010; Hodapp & Urbano, 2007;
Werner & Shulman, 2013). The researcher of the current study found no relationship
between a sibling’s type of ID and the sibling’s psychological functioning, suggesting
that type of ID may not be an important variable that impacts siblings’ psychological
well-being.

There are a few possible explanations for this finding. Since the current study
focused on examining siblings of individuals with rarer IDs, the researcher did not
examine the impact of siblings of individuals with ASD. While there were two
participants who identified as being a sibling of an individual with ASD, the inadequate
sample size was not sufficient to yield valid results. Furthermore, while prior researchers

have compared siblings of people with ASD with other IDs, the literature has not clearly
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delineated which other IDs have been researched. Therefore, it is unknown if type of ID
may not be a factor in siblings well-being or if siblings of individuals with ASD are
uniquely impacted.

Another possible explanation for this finding is that past literature solely looked to
see if an interaction between affiliate stigma and a child’s disability diagnosis was
significant, rather than looking at characteristics of specific disabilities. For instance, in a
study conducted by Werner and Shulman (2013), caregivers of individuals with ASD
were more likely to report greater affiliate stigma than caregivers of individuals with
other developmental disabilities. The researchers postulated that the caregivers of
individuals with ASD were more likely to internalize stigma than other disabilities based
off the diagnosis, therefore attributing a person’s disability as the issue for a caregiver.
Other studies have revealed that siblings of individuals with ASD were at a higher risk of
internalizing problems or negative psychological well-being (Hastings, 2016; Petalas et
al., 2009); however, these studies did not indicate the reason behind these findings. Of
note, this type of generalization can be harmful to both the PWD as well as the caregiver.
The researcher of the current study believed it was important to explore whether other
factors such as affiliate stigma may better explain the role problem behaviors (i.e., lack of
social reciprocity, minimal social skills, and stereotyped behaviors) seen in PWID impact
the non-disabled sibling’s mental health.

Affiliate Stigma and Mental Health Issues
To date, there has been accumulating evidence to suggest experiences of affiliate

stigma contribute to increased depression and anxiety, as well as higher levels of
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psychological morbidity among caregivers of individuals with ADHD (Mikami et al.,
2015) and mental illness (Chen et al., 2016; Grover et al., 2017; Mak & Cheung, 2012;
Singh et al., 2016). There have been relatively fewer studies that have examined the
association between affiliate stigma and psychological morbidity, and most researchers
have studied parents rather than siblings. However, the results have shown a negative
interaction between affiliate stigma and the caregiver’s well-being, suggesting that
caregivers who experience greater affiliate stigma may also report lower levels of
psychological well-being (Werner & Shulman, 2013) and higher levels of depression and
anxiety (Chan & Lam, 2018; Mak & Cheung, 2008, 2012; Yang, 2015).

As previously discussed, there has been little literature on the impact affiliate
stigma has upon the mental health among siblings who have a sibling with an 1D. While
there have been few researchers who found siblings of PWID are at a higher risk of
developing emotional issues such as anxiety and depression (Giallo et al., 2012; Petalas
et al., 2009; Rossiter & Sharpe, 2001; Shivers, 2017), others have found contrasting
results, suggesting having a sibling with an ID does not adversely impact the mental
health of the sibling without the ID (Dyson, 1999; Hodapp et al., 2010; Orsmond &
Seltzer, 2007; Taylor et al., 2008). However, most previous researchers assessed the
siblings’ report of feelings and thoughts about their sibling with an ID, rather than
examining, as in the case of the current study, whether mental health issues were related
to the sibling’s experience of internalized stigma rather than the PWID.

The current research found similar results to previous research conducted on

caregivers of individuals with IDs (Chan & Lam, 2018; Mak & Cheung, 2008, 2012;
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Yang, 2015; Werner & Shulman, 2013), suggesting siblings of PWID are likely to
experience affiliate stigma and that the internalization of negative thoughts, feelings, and
behaviors is associated with lower psychological well-being. This finding points to the
significance that siblings, similar to parents of PWID, are likely to exhibit depressive and
anxiety symptoms when they experience negative cognitions, such as thoughts of others
discriminating against them due to their affiliation with the PWID, emotions such as
helplessness or shame, and/or avoidance of contact with the PWID or isolating
themselves from others. This finding also disproves the myth that the PWID themselves
cause the distress or mental health concerns for the sibling without an ID (Hastings,
2016). Rather, the results suggest the sibling without the ID may report experiencing
affiliate stigma due to the stigma attached to being associated with a PWID. Research has
shown families of individuals with ID are more likely to experience affiliate stigma when
they witness or experience the person with the disability to be criticized, judged, or
disgraced by others (Lam & Mackenzie, 2002). Similarly, the current study’s findings
may have similar implications, indicating the PWID may experience stigmatizing
responses from society, which in turn may impact the sibling. However, the current
research did not examine or assess the experiences of the PWID; future researchers may
want to examine if there is a direct correlation between the sibling and PWID’s
experiences of stigma and how that may impact the sibling’s mental health issues.
Affiliate Stigma and Behavior Problems

The current researcher found behavioral problems of the PWID does not directly

impact the sibling’s mental health. In fact, the behavior problems only have a direct effect
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on mental health outcomes if a sibling experiences affiliate stigma. These findings are
contrary with some of the literature that have suggested siblings of individuals with ID
exhibit high levels of depression, anxiety, and poorer overall health (Doody et al., 2010;
Hodapp et al., 2017; Hodapp & Urbano, 2007; Shivers, et al., 2013). Furthermore, prior
researchers have made the claim that the PWID’s behavioral problems is the integral
source of psychological distress among caregivers (Baker et al., 2003; Blacher &
Mclintyre, 2006; Dunn et al., 2001). The current research found the contrary from
previous findings suggesting that the PWID’s behavioral problems do not solely cause
decreased psychological well-being or poor mental health symptoms upon the sibling.
Rather, the PWID’s behavioral problems only impact a sibling’s mental health when
affiliate stigma is present.

The current findings appear to be congruent with some of the prior literature on
affiliate stigma suggesting individuals who perceive the PWID to have behavioral
problems may be more aware and sensitive of public attitudes and prejudices towards
people with IDs, which may be in turn increase their susceptibility to self-stigmatization
(Mak & Cheung, 2008; Mak & Kwok, 2010; Mikami et al., 2015). Consistent with other
studies, the results of the current study suggest that participants’ affiliate stigma was
significantly associated with mood disorder symptoms (Gallagher et al., 2008; Mak &
Cheung, 2008). Siblings with greater degrees of affiliate stigma may be at risk for
experiencing more depressive and anxiety symptoms as well as lower psychological well-
being. Prior research has found similar results, suggesting caregivers of individuals with

ASD may experience more stigma when the PWID displays problematic behaviors
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(Werner & Shulman, 2013). The problematic behaviors can vary from aggression to
being excessively active or impulsive, repeating questions or words, or displaying
repetitive body movements such as rocking back and forth (Rojahn et al., 2011; Werner
& Shulman, 2013). Caregivers are likely to experience prejudice and discrimination from
other family, friends, and community members (similar to the stigmatized individual),
which is associated with negative psychological effects, such as depressive and anxiety
symptoms (Mak & Cheung, 2008). Similarly, the current findings suggest that
experiences of affiliate stigma appear to be similar among siblings as they have been
among parents serving as caregivers.

While the current findings indicate that affiliate stigma fully explains the
relationship between behavioral problems of the PWID and the sibling’s mental health,
there was a slight marginal significance between behavior problems and siblings’
depressive symptoms when controlling for affiliate stigma. The results suggest there may
be other mechanisms fundamental to the development of affiliate stigma that impacts a
sibling’s depressive symptoms. For instance, further analysis of factors such as caregiver
burden or familism could provide additional insight about correlates of stigma. Prior
researchers looking at the sibling relationship found family factors such as parental stress,
family resilience, support, and family problem solving could play an important role in the
degree to which a sibling experiences stress (Dyson, 1999; Giallo & Gavidia-Payne,
2006). For instance, a strong familial support could act as a buffer against high levels of
affiliate stigma and caregiver stress for siblings of PWID. The messages a sibling

receives in their family system, the parents’ perception of a disability, and the parents’
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potential internalizing behaviors may play a mediating role between an adult sibling’s
experience of affiliate stigma and mental health concerns. For instance, if a sibling
learned from their parent that the PWID has problematic behaviors, causes distress within
the family system, or if the parent themselves experiences affiliate stigma, the sibling
may be more likely to internalize similar messages as an adult, which could impact their
perception of the sibling relationship as well as their own mental health.
Implications for Theory

Goffman (1963) and Jones (1984) posited that individuals experience a
stigmatized response if society has deemed specific attributes or behaviors as negative
and against societal norms. Page (1984) also suggested society attributes varying degrees
of blame on the stigmatized person. For instance, individuals with conduct stigma, those
who engage in behaviors that are not deemed socially appropriate by conventional
societal standards (i.e., flapping hands, flailing, interrupting others), are generally judged
as having deficiencies. It is commonly believed that individuals who experience conduct
stigma, such as PWID, are thought to have chosen to behave in socially unacceptable
ways and therefore deemed as blameworthy for their actions (Page, 1984; Recio et al.,
2020). Additional literature has found blame and judgment do not merely impact the
person with an ID; stigmatization may also be felt by those in close association of the
stigmatized individual such as caregivers, friends, and siblings (Banga & Ghosh, 2017,
Chiu et al., 2013; Recio et al., 2020). For instance, caregivers who witness their child
with a disability experiencing discrimination may also experience similar stigmatized

reaction and affiliate stigma such as loneliness, feelings of rejection, and fear (Recio et
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al., 2020). The current findings generalize, in the same manner as previous literature and
consistent with Goffman (1963) and Page’s (1984) theories, that siblings also internalize
the public stigma experienced by the PWID (i.e., feeling uncomfortable regarding their
sibling’s behaviors or disability). The current findings revealed an association between
problem behaviors and affiliate stigma, suggesting higher levels of problem behaviors
exhibited by the PWID was related to higher levels of stigma experienced by the
participant.

Link and Phelan (2001) further conceptualized stigma by describing the
components of stigmatization and the consequences. Link and Phelan (2001) discussed
how individuals tend to use the technique of labeling to point out similarities and
differences in others which lead to stereotyping, discrimination, loss of status, and
separating. Prior research examined the public’s attitudes on PWID and found four main
stereotypes people generally have: friendly, in need, unintelligent, and a nuisance
(Pelleboer-Gunnink et al., 2021). Individuals who reported experiencing stereotypes of
being a nuisance or unintelligent experienced higher levels of discrimination in the form
of less support and higher social avoidance from others than individuals who reported
experiencing the stereotype of friendly and in need (Pelleboer-Gunnink et al., 2021). The
literature on labeling, stereotyping and discrimination demonstrates the negative
consequences of stigmatization. The psychological effects of stigmatization experienced
by the targeted individual also appear to impact the persons in association with the
stigmatized individual. The current findings suggest siblings of PWID experience

consequences such as feeling inferior, helpless, discrimination, prejudicial attitudes,
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restricted social network, and lack of support. The stigmatization consequences
experienced by a sibling of a PWID may be analogous to the stigmatized response of a
PWID.

Implications for Training
Training Programs

The current findings have implications for psychologists generally and for
counseling psychology training programs specifically. While psychology trainees may be
exposed to discussions and training around diversity variables such as ability status,
psychologists have historically reported lacking the competence and experience working
with clients who have disabilities (Man et al., 2018; Strike et al., 2004). Trainees in APA-
accredited training programs report receiving minimal exposure to ID research and
inadequate training on how to serve prospective clients with IDs (Graesser, 2014).
Trainees’ perceptions of competence with an ID population appears to be limited and
may inhibit them from providing competent care.

There is currently little research on psychology trainees’ competence or level of
training on sibling relationships and specifically the influences of a person with an ID on
the sibling without a disability. However, it may be important for a trainee’s personal and
professional growth that there are further discussions and information presented in
training programs to facilitate awareness and competence when working with adult
clients who are a sibling of a PWID.

Psychology training programs that offer any formal coursework on topics related

to sibling research may be situated in developmental, child, or school psychology.
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However, it may be beneficial for counseling psychology programs to begin to integrate
training and research on adult siblings of PWDs. Training programs may facilitate
discussions on topics related to experiences of adult siblings, financial concerns, desire
for advocacy, caregiving issues, fear of the future when parents die, the impact of stigma
on mental health, concerns of siblings of PWID, benefits of being a sibling of a PWID,
and the impact of family structure on the sibling. An important point to note is that while
there may be attention to disability within individual and cultural diversity coursework
within counseling and clinical psychology programs as mandated by the standards of
accreditation, trainees may not receive education on topics related to siblings as many
counseling psychology programs across the nation do not require coursework in family
psychology as part of the degree requirement. Therefore, topics related to family cycle or
caregiving responsibilities faced by siblings may only be covered in training programs
that offer family psychology curriculum.

Furthermore, training programs should expose students to research on siblings
with cultural and subcultural issues as most sibling studies have focused on White,
middle-class families. For instance, it may be important to discuss how siblings may be
expected to be the primary caregiver of the PWID once the parents die in collectivist
cultures. Similarly, siblings with a PWID may be more likely to live at home with the
entire family as adults in Latinx families compared to White families (Blacher, 2001).
Discussions around culture, beliefs, expectations, and cultural norms may be critical
exploration topics for trainees to be aware of and discuss within their respective

programs.
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APA Guidelines

In addition to further discussion around PWID and their family system within
trainee’s respective psychology programs, current and future psychologists should
become familiar with the APA Task Force on Guidelines for Assessment and Treatment
of Persons with Disabilities, particularly given the results of the current investigation. To
date, although there is not a specific set of Practice Guidelines for working with families
of persons with disabilities, the Guidelines of Assessment of and Intervention with
Persons with Disabilities pinpoints the importance of psychologists considering the social
and cultural context of a person with a disability. Guideline 8 encourages the use of a
systems approach to understand the client through family, peer, and schools (APA, 2012).
Psychologists are encouraged to work with family members, such as asking about
siblings’ lived experiences Of the client with the disability as well as an exploration of the
family system. While the APA Guidelines do not specify the inclusion of siblings of
persons with disabilities, it may be beneficial for psychologists to take an integrative
approach by emphasizing the need to speak to siblings in addition to parents and other
caregivers when working with individuals with disabilities. As most of the prior and
current research has focused on reports from parental figures and/or primary caregivers,
siblings’ voices have not been centralized, which has prevented psychologists from
understanding siblings’ needs and experiences, and is a unique contribution of the current
study’s findings.

Guideline 10 focuses on the importance of psychologists acknowledging that
families of PWD face struggles and strengths (APA, 2012). Family members may
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struggle with family stressors such as financial issues (Atkin & Tozer, 2014; Davys et al.,
2016), caregiving burden (Arnold et al., 2012; Heller & Kramer, 2009; Seltzer et al.,
1991), societal attitudes and biases (Ali et al., 2012; Burke, 2010), and social isolation
(Chen et al., 2016; Grover et al., 2017; Mak & Cheung, 2008; McCann & Lubman, 2018;
Mazaheri et al., 2013; Werner & Hess, 2016; Wong et al., 2016), which can impact
psychological well-being (Giallo et al., 2012; Hodapp & Urbano, 2007; Mazaheri et al.,
2013; Piven et al., 1990; Tomeny et al., 2017; Rossiter & Sharpe, 2001). It is important
for psychologists to be aware of such challenges and how these stressors may impact
their ability to fully participate within their family structure and community.

Furthermore, the resiliency model of family stress, adjustment, and adaptation
may be a particularly useful approach when conceptualizing family stressors and
challenges as it explores how families confront major stressors such as when a member
has a disability and manages the life event through functional, healthy coping skills
(Kosciulek et al., 1993). Understanding the resiliency model may be critically important
for mental health practitioners when working with a sibling of a PWID, as siblings may
report stigma, fear, or depressive symptoms that may stem from concern about their
future of becoming a guardian once their parents die, caregiving issues, or social isolation
from peers (Davys et al., 2016; Fleming, 2015; Mazaheri et al., 2013; Roper et al., 2014;
Taggart et al., 2012). Psychologists may be able to help siblings explore healthy coping
strategies they have used in the past to foster resiliency while utilizing a strengths-based
approach to focus on benefits they have gained from their experience as a sibling of a
PWID.
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Implications for Practice

The findings from the current research have several implications for psychologists
as well as community organizations. A greater understanding of siblings’ experiences can
impact how practitioners conceptualize their work, apply appropriate interventions, and
advocate on for those who are more likely to experience stigma and mental health
concerns.

It is evident from the results of the study that feelings of affiliate stigma are
related to overall psychological well-being and mental health concerns. Affiliate stigma is
a direct result of stigma internalized by families (Mak & Kwok, 2010), and practitioners
can assist clients by trying to reduce the stigma by acknowledging the influence of
stigmatization upon the siblings and by providing appropriate support and resources.
Professionals who work with families and/or within disability services are ideally suited
to inquire about family members such as siblings who may be experiencing mental health
concerns. There is an integral need to encourage professionals to be more mindful and
aware of the mental health concerns siblings of PWID may face and for clinicians to
strengthen their ability to assess and respond to siblings’ specific needs.

Awareness of Culture

Inadequate professional training in work related to intellectual disabilities and
families of individuals with 1Ds impedes access to quality mental health services.
Therefore, it is imperative for professionals to be encouraging and supportive when
families and/or siblings of PWID seek out professional services. Previous researchers

have found that families of individuals with intellectual disabilities may be reluctant to
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seek therapy services primarily due to the belief that they should be able to manage their
problems and mental health concerns without professional help (Burke, 2010). For
instance, Asian Americans are less likely to seek assistance from practitioners as it is an
indicator that the family is unable to provide adequate support to the family member
which can be a sign of disrespect (Jones et al., 2011). Therefore, clients may be more
likely to be resistant to seek services or potentially feel additional shame for utilizing
community resources. Although the current study’s sample size was generally racially
homogenous, the researcher stresses it is important for professionals to acknowledge the
client’s cultural context, explore how cultural and familial values may be impacting the
client’s mental health, and assist with destigmatizing help-seeking behaviors.
Therapy

Practitioners can serve their clients by encouraging exploration and understanding
of the siblings’ experiences within their family system. Prior research has found feelings
of loss and shame are common among siblings of individuals living with a PWID
(Fleming, 2015). These feelings could be attributed to grieving the loss of a sense of
normalcy or additional burden of responsibility (Fleming, 2015; Werner & Shulman,
2013). Therefore, the researcher encourages mental health practitioners to explore the
potential feelings of loss and shame, attitudes towards the PWID, and the perceived
expectations placed upon the sibling.

The results of the current research found how cognitive, behavioral, and the
affective domains may contribute to a sibling’s experience of affiliate stigma. For

instance, if a sibling experiences fear or anxiety regarding the future, it may be critical for
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the mental health practitioner to assess if these feelings may be related to the potential
fear of being assigned as a primary caregiver when their parents are no longer able to
provide care for the PWID. Practitioners may want to explore how a sibling’s emotional
responses could be impacted by their experiences and role as a sibling within their family
system.

Similarly, practitioners may want to assess how a sibling’s behavioral response
such as isolation and disconnection from others could be related to their prior and current
experiences. For instance, individuals with stronger feelings of affiliate stigma may be
less likely to seek assistance or support from others as they may have had less time to
spend with others or experienced less support by their peers in the past (Werner &
Shulman, 2013; Yoong & Koritsas, 2012). As prior studies have found social support acts
as a buffer for caregivers of children with intellectual disabilities (Chen & Tang, 1997;
Dyson, 1999; Lovell et al., 2012; Mak et al., 2007; White & Hastings, 2004), it may be
equally important for practitioners to provide support inside the therapy room as well as
help increase a sibling’s social support outside of therapy.

The role a sibling plays within a family system and with the PWID should not be
undervalued; their contribution should be recognized and respected. It is equally
important to note that not all siblings may experience feelings of isolation, shame, or
burden. While not all concerns the sibling presents may be related to experiences of
stigma, it still may be important for the practitioner to explore messages, assess mental
health concerns, and employ a strengths-based approach to note siblings’ character

strengths. While this study did not fully explore the sibling’s positive outcomes of having
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a sibling with an ID, the responses from the open-ended question revealed several themes
of character strengths and resiliency from life experiences. The result was similar to
research findings that have noted individuals who have siblings with disabilities are more
likely to show increased levels of specific personal strengths such as ability to be open-
minded about varying perspectives, accepting of differences, and ability to reflect upon
their purpose in life (Dykens, 2005).
Sibling Support Services

While the current study did not research or explore how social support can impact
feelings of affiliate stigma and overall psychological well-being, social inclusion has
been found to be a significant factor in other studies to reduce stigma and increase overall
mental health issues (Chen & Tang, 1997; Dyson, 1999; Lovell et al., 2012; Mak et al.,
2007; Werner & Shulman, 2013; White & Hastings, 2004). Knowledge regarding
appropriate referrals for siblings is integral in helping to promote and support the well-
being of siblings. Practitioners could encourage siblings to build relationships with other
siblings of PWID through national organizations, groups on social media, books, and
workshops. For instance, the Sibling Leadership Network is a national organization that
provides siblings of individuals with disabilities the ability to connect with others who
may have a shared experience as well as enable them to act as change agents for
themselves, families, and others within the community. Similarly, there are other
organizations for people with specific 1Ds that provide blogs, support groups, and
research for families, such as The Arc, Sibling Support Project, Angelman Syndrome

Foundation, and the National Down Syndrome Congress. While some of these national
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organizations are not solely for siblings, it can be nonetheless beneficial for siblings to be
aware of available resources to decrease feelings of social isolation that may come from
experiences of affiliate stigma. Thus, professionals should be aware of the resources
available in order to refer siblings for education, training, and support purposes.
Implications for Research

The current research has several implications for future studies. To date, there
have been only a limited number of studies examining the well-being and psychological
distress of siblings of adults with disabilities (Giallo et al., 2012; Petalas et al., 2009;
Rosseti & Hall, 2015). Only a handful of studies have examined the well-being of
siblings of adults with intellectual disabilities (Hodapp et al., 2010; Hodapp et al., 2017;
Orsmond & Seltzer, 2007; Rossiter & Sharpe, 2001; Shivers & McGregor, 2018; Skotko
etal., 2011; Taylor et al., 2008). Furthermore, there is no study to date examining
siblings’ report of their mental health and experiences of having a sibling with a rare ID.

While the current researcher attempted to recruit a wide range of participants, the
sample primarily consisted of those siblings who were highly involved with their siblings
with 1D, which is similar to other sibling studies in the past (Heller & Kramer, 2009;
Hodapp et al., 2005; Hodapp et al., 2010). When samples are comprised of participants
who are highly involved, the research can become skewed and fail to represent the
general experience of all siblings, such as those who may be inaccessible due to a lack of
resources, have negative experiences, or decline to participate for various reasons.
Therefore, future researchers may want to consider recruiting samples with varied

experiences to help provide additional support for siblings. Furthermore, future
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researchers may consider employing qualitative methods to gain richer information
regarding the siblings’ experiences. The current study primarily used quantitative
methods using formal assessments to gather data; however, there was an open-ended
question near the end of the questionnaire for the participant to add any further
information, comments, or feedback regarding their responses or experiences. The open-
ended question generated unique varied responses that would not have been garnered
from the quantitative measures solely. Future researchers may consider a mixed-methods
or qualitative methodology for capturing richer data.

It is important to note that the nature and results of the study do not imply that the
adult with the ID is the cause of the sibling’s mental health symptoms or reduced
psychological well-being. There are likely various other factors that influence the account
for siblings’ report of their mental health and experiences of affiliate stigma. As prior
studies have found, it may be likely that other personal, relational, and family issues
could contribute to participants’ experiences of affiliate stigma and mental health
concerns (Dyson, 1999; Giallo & Gavidia-Payne, 2006). Factors such as coping skills,
availability of resources, family dynamics, and social support were not explored in the
current study. Therefore, future research may want to explore how personal, family,
relational, and social context may impact siblings’ mental health outcomes.

The results from the study expand the stigma research by suggesting affiliate
stigma experienced by siblings may be a predictor of lower psychological well-being in
families of PWIDs. An area that may be extended for further research is the potential

effect upon the sibling relationship. Future researchers could examine in what ways the
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sibling relationship may be impacted if a sibling experiences affiliate stigma. Prior
literature has found conflicting results on sibling relationships. On one hand, there has
been research indicating siblings of individuals with mild intellectual disabilities are
more likely to feel an obligatory type of relationship where there is increased physical
interaction (i.e., living the same town, calling, or visiting the PWID quite frequently for
check-ins) but less emotional attachment (Taylor et al., 2008). However, other studies
have found quite contrasting evidence to suggest siblings of persons with disabilities
report close relationships, spend quality time with their sibling without obligatory motive,
and describe positive psychological benefits such as fewer depressive symptoms (Hodapp
et al., 2010). While these former studies did not assess if siblings experienced any
affiliate stigma, it is important to further extend the literature to further examine how
affiliate stigma may predict the relationship quality between siblings.
Protective Factors/Coping Skills

The current study explored if affiliate stigma experienced by siblings of PWID
may be associated with higher levels of psychological distress. An area not examined
within this study but that may be critical is to explore potential protective factors that can
moderate the association between affiliate stigma and mental health concerns. Studies
conducted on parents of children with disabilities have found family, friend, and
professional support are associated with better psychological well-being, with family
support the most significant predictor of psychological distress (Benson, 2012; Davis &
Gavidia-Paynes, 2009; Wong et al., 2016). In addition, self-compassion has been found

to be a powerful protective factor beyond support services, specifically for parents of
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children with intellectual disabilities (Wong et al., 2016). Future researchers may want to
extend this literature to siblings of PWID as it has been found that siblings do experience
levels of affiliate stigma similar to parents of PWID.
Practice

The current study has several implications for further research on interventions
and strategies that may be useful to assist clients who struggle with stigmatizing beliefs.
Given that siblings of PWID may experience affiliate stigma and mental health concerns,
researchers may want to explore stigma-coping strategies that could be incorporated in
practice who may be more likely to experience self-stigma and its associated
psychological distress. Prior research has found primary caregivers who receive
psychoeducation, stigma coping skills training, employ mindfulness strategies, employ
self-compassion within their daily, and attend support groups are more likely to reduce
affiliate stigma (Chan & Lam, 2018; Chen et al., 2016; Wong et al., 2016). While the
research has primarily focused on parents of children with a disability, it may be
beneficial to be extended to explore if siblings of PWID may show similar effective
reduction in internalized stigma through various interventions.

Strengths of the Study

Although prior studies have explored issues related to affiliate stigma, this study
was one of the first to capture siblings’ experiences, as most of the previous studies have
focused on parents of children with disabilities (Chen et al., 2016; Mak & Cheung, 2012;
Mikami et al., 2015; Werner & Shulman, 2015; Wong et al., 2016). One strength of the

study is the inclusion of siblings, an underrepresented population within the research.
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Moreover, there has been almost no research on the mental health and well-being of
siblings of individuals with these rare intellectual disabilities. Therefore, this study is the
first to begin the discussion on the importance of understanding the mental health of
siblings of PWID.

The current study found that siblings of PWID do experience affiliate stigma
similar to parents (Mak & Cheung, 2008, 2012). Furthermore, the current study found
that the experience of affiliate stigma may be a contributing factor to mental health issues
such as depression, anxiety, and overall lower psychological well-being. The finding
sheds light on the impact of stigma upon all individuals within the family system such as
the PWID, parents, and siblings. In addition, the results highlight the importance of
stigma in understanding siblings’ experience. Practitioners may want to explore the
sibling’s family of origin, the relationship between sibling without and with the ID, and
stigmatized experiences of the PWID and how that may impact the sibling’s overall well-
being.

Another strength of the study is the diversity within the sample as individuals of
varying ages and being a sibling of varying types of IDs were represented. The current
study is the first to examine the experiences of siblings with rare IDs. While there is a
growing amount of literature on more common known intellectual disabilities such as DS
and ASD, there is far less research conducted on rarer IDs such as angelman syndrome,
DiGeorge syndrome, Smith-Magenis, and PWS. Moreover, while there have been few
studies that have examined the siblings’ experiences, they have primarily focused on the

parents’ perception of the sibling rather than the sibling themselves. Furthermore, the
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studies that do report the adult siblings’ experiences are primarily focused on having a
sibling with ASD or DS rather than rarer intellectual disabilities. This is the first study to
examine adult siblings to explore the experiences of people with siblings of individuals
with diverse intellectual disabilities.
Limitations

Due to various limitations of the current study, some cautions apply regarding the
generalizability of the study. The demographics of the study were skewed in relation to
gender, race, and education level. The current sample identified as primarily White, well-
educated women, limiting the applicability of the present findings to a larger general
population.

One significant limitation of the study was the small sample size. Because only
110 individuals participated, the analyses may have lacked the statistical power to detect
an effect of significant importance. While the mediation analyses found a full mediation
across all three models, the results need to be interpreted with caution as a larger sample
size may have supported the initial hypotheses and found a partial mediation. As Baron
and Kenny (1986) suggested, partial mediation may be more of a rational expectation to
find in social sciences compared to a full mediation since there may be multiple causes or
mediators that significantly impact the relationship between the independent and
dependent variables. Therefore, future studies may want to replicate the study by
increasing the sample size to determine if a full mediation continues to be present.

The sample was drawn from participants who had access to the internet and

specifically recruited through social media sites, organizational listservs, and sibling
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support groups. Therefore, the participants who chose to complete the survey may have
differed from individuals who did not participate. For instance, the recruitment method
for the current study assumes that siblings of individuals with 1Ds are actively
participating in sibling support groups and/or on ID organizational sites. Furthermore,
there may be a sizable population of individuals who may not be seeking services,
resources, or support from others and accordingly would not have learned about the study
from the recruitment sites. Moreover, most of the participants were well-educated with a
bachelor’s degree or an advanced degree, indicating that individuals with less education
were not equally represented within the current study. These individuals may not have
been able to access the internet.

The participants who participated in the study may have had more interest in the
topic than those who did not participate which may have influenced the responses on the
instruments. For instance, a significant percentage (44.5%) of participants who completed
the study identified as having a sibling diagnosed with angelman syndrome. The
participants may have been more likely to complete the study due to more recruiting
efforts made by the angelman syndrome organizations to spread awareness of the current
study on their newsletter, social media, and website. Since the current study was not
posted on other national organization websites other than the angelman syndrome site,
this may have been the reason why many more participants with a sibling diagnosed with
angelman syndrome were recruited in comparison to other varying IDs. It was difficult to
recruit siblings of varying IDs due to lack of responsiveness from the organizational sites

and limited number of members on the social media pages. Furthermore, many of the
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support groups were focused on primary caretakers such as parents rather than siblings of
individuals with IDs. Therefore, the current study was seen primarily by parents of PWID
and then asked to distribute to their child without the ID. While this method may have
employed more participants, it may also influence the results of the study as some
participants may have felt compelled to complete the questionnaires due to parental
influence.

Another limitation of the current study was the time required to participate, as
many of the participants did not finish the study in its entirety. The length of time may
have been a source of fatigue for participants. Furthermore, many of the respondents who
did not complete the study stopped while taking the ABC, which had 58 items. While the
ABC assessment is a valid and reliable tool to assess an individual’s behavior problems,
future researchers may want to utilize a shorter and equally reliable instrument such as
the Developmental Behavior Checklist-short form (Taffe et al., 2007). Furthermore,
while most of the participants were recruited prior to the COVID-19 pandemic, there
were a few participants that completed the study during the midst of the pandemic, which
could have impacted the results of the study as well as individuals’ desire to participate in
the research. The current researcher did not examine differences between pre COVID and
during the pandemic, however, it is important to note familial situations and mental
health outcomes could have impacted participants’ responses on the surveys. While it is
unknown whether the results from the study were impacted by the COVID-19 pandemic,
further research replicating the study after the pandemic could be conducted to compare

the results.
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Another limitation for the current study is social desirability. While a social
desirability measure was used to assess if participants were more likely to answer more
positively or negatively to their experience, the face validity of some of the assessments
may have impacted the social desirability responses. For instance, participants responded
to the PWB assessment in a more positive light compared to the CESD-R and GAD-7
scales. Ryff (1989) suggested that the assessment may need to be provided to others or
observational data may need to be conducted in order to obtain a more complete
understanding of participants’ psychological well-being. Therefore, the utilization of the
assessment may not be an accurate predictor of a respondent’s true psychological well-
being. It should also be noted that self-reported measures, while customary in
psychological research, can be impacted by both social desirability, and the interpretation
of questions, response bias, and the use of restrictive rating scales. Furthermore,
participants are more likely to have difficulty recalling their experiences, inaccurately
perceive their affective responses, and may rely on current mood to evaluate how they
feel about life overall (Lucas, 2018). Therefore, further data and information may need to
be gathered to accurately assess a participant’s well-being.

Conclusion

Siblings of people with IDs experience internal stigma similar to parents of
PWID. Siblings of PWID in the current study reported experiencing high levels of
affiliate stigma, which is associated with depressive, anxiety symptoms, and lower
psychological well-being. Further research is integral to provide replication of the current

study’s findings, explore if other factors may contribute to siblings’ experience of
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affiliate stigma, and identify how protective factors may serve as a buffer to the
experience of internalized stigma. The current research is the first known study to
examine whether siblings experience affiliate stigma similarly to primary caregivers of
individuals with IDs, as well as how affiliate stigma may impact siblings’ psychological

well-being.
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Experience of Adult Siblings of Individuals with Intellectual Disabilities Study

Are you 18 years of age or older?
Are you a sibling of an individual with an intellectual disability (i.e., Down syndrome,
Fetal Alcohol Syndrome, Williams syndrome, etc.?)

If you answered YES to these questions, you may be eligible to participate in a
psychology research study.

The purpose of this research study is to understand the experience of adult siblings of
individuals with intellectual disabilities. The study is conducted primarily online and will
take 30-45 minutes to complete. After completing the study, participants can choose to be
entered into a drawing to receive one of two Amazon gift cards worth $25 each.

This study is being conducted through Texas Woman’s University. If you are interested
in participating or would like more information, please contact the primary investigator,
Natasha Shukla at NShuklal@twu.edu.
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TEXAS WOMAN’S UNIVERSITY CONSENT TO PARTICIPATE IN
RESEARCH

Title: Experiences of Adult Siblings of Individuals with Intellectual Disabilities

Investigator: Natasha Shukla, M.S. NShuklal@twu.edu 972-838-6845
Advisor: Debra Mollen, Ph.D. DMollen@twu.edu  940-898-2317

Summary and Key Information about the Study

You are being asked to participate in a research study for Ms. Natasha Shukla, a student
at Texas Woman’s University, as part of her dissertation. The purpose of this research is
to explore the experiences of adult siblings of individuals with intellectual disabilities in
the United States. This study will ask you about your experience being an adult sibling of
an individual with an intellectual disability, general demographic information, and
questions related to your sibling’s behaviors, stigmatization of being a sibling of an
individual with a disability, and your psychological well-being. You have been asked to
participate in this study because you are over the age of 18 and identify as a sibling of an
individual with an intellectual disability. The total time commitment for this study will be
about 30-45 minutes. Following completion of the study you can be entered into a
drawing to win one of two $25 Amazon gift cards for your participation. The greatest
risks of this study include potential loss of confidentiality and emotional discomfort. We
will discuss these risks and the rest of the study procedures in greater detail below.

Participation is entirely voluntary and you are free to withdraw at any time without
penalty. If you are interested in learning more about this study, please review this consent
form carefully and take your time deciding whether or not you want to participate. Please
feel free to ask the researcher any questions you have about the study at any time.

Description of Procedures

As a participant in this study you will be asked to spend approximately 30-45 minutes of
your time completing six surveys and a short demographic questionnaire online. In order
to be a participant in this study, you must be at least 18 years of age or older and identify
as being a sibling with an intellectual disability.

Potential Risks

The surveys will ask questions relating to your experience as being a sibling, the
behaviors of your sibling with an intellectual disability, as well as your psychological
health. Answering survey questions related to physical and mental health and to one’s
experiences as being a sibling with an intellectual disability may become uncomfortable
for some participants. You are free to take breaks if you become fatigued or withdraw at
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any point of the study without penalty. If you experience any emotional discomfort while
completing the survey, you are encouraged to visit APA’s Psychologist Locator,
http://locator.apa.org, to find a mental health professional from whom you may choose to
seek services.

Another risk in this study is loss of confidentiality. Confidentiality will be protected to
the extent that is allowed by law. Your personal identifying data will not be collected
with the survey. Data collected through PsychData will be stored in a password protected
electronic file. Should you choose to participate, you will be given an option to provide
your contact information if you would like to have the results of the study sent to you and
if you would like to be entered into a drawing for a gift card. Please be informed that this
information will not be linked to survey responses, and will be in a separate electronic
file that is password protected. The results of the study may be reported in scientific
magazines or journals but your name or any other identifying information will not be
included. There is a potential risk of loss of confidentiality in all email, downloading, and
internet transactions.

There is also a risk for loss of anonymity in this study if you provide your e-mail address
to request the results of the study or to enter the drawing for a gift card. If you are a gift
card winner and provide your home address and contact information, you are also at risk
for loss of anonymity. To minimize this risk, the researchers will collect e-mail
addresses/contact information in a secure, password protected database, which will be
maintained separately from survey responses. E-mail addresses and contact information
will be entirely deleted from the database one year after the completion of the study, and
no paper copies will be printed.

Any personal information collected for this study will not be used or distributed for future
research even after the researchers remove your personal or identifiable information (e.g.
your name, contact information, home address).

The researchers will try to prevent any problem that could happen because of this
research. You should let the researchers know at once if there is a problem and they will
help you. However, TWU does not provide medical services or financial assistance for
injuries that might happen because you are taking part in this research.

Participation and Benefits

Your involvement in this study is completely voluntary and you may withdraw from the
study at any time. Following the completion of the study, you will be provided with the
option to be entered into a raffle to receive one of two $25 Amazon gift cards in
appreciation for your participation. Not all who enter will win, and each participant is
eligible to win one of the gift cards. If you would like to know the results of this study,
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we will be email them to you. Please be advised that although your contact information
will be stored separately from survey responses, anonymity cannot be guaranteed.

Questions Regarding the Study

You may choose to print a copy of this consent form for your records. If you have any
questions about the research study, please feel free to contact the researchers; their phone
numbers are located at the top of this form. If you have questions about your rights as a
participant in this research or the way this study has been conducted, you may contact the
Texas Woman’s University Office of Research and Sponsored Programs at 940-898-3378
or via e-mail at IRB@twu.edu.

If you have read and agree to the above statements, please click on the “Yes” button
below to indicate your consent to participate.

Yes No

*1f you would like to know the results of this study tell us where you want them to be
sent:

Email: or Home Address:
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1. Are you 18 years of age or older?

___Yes
__No

2. Are you asibling of a brother or sister with a formal diagnosis of an intellectual
disability (i.e., Down syndrome, Fragile X syndrome, Williams syndrome, Prader-
Willi syndrome, Smith-Magenis syndrome, Cri-du-Chat syndrome, Angelman
syndrome, Fetal Alcohol Spectrum Disorder, or DiGeorge syndrome)?

__Yes
__No

3. Have you had recent contact with your sibling with an intellectual disability? Recent
contact indicates within the past 4 weeks and would include speaking over the phone,
interacting over the internet, and/or meeting face-to-face.

__Yes
__No
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Please answer the following items.
1. Age:

2. Gender

___Man

___Woman

___Transgender (Assigned Male at Birth and identify as another gender)
____Transgender (Assigned Female at Birth and identify as a another gender)
___Non-binary

3. Race/ethnicity
___White/European American
___Hispanic/Latino(a)/Latinx
___Black/African/African American
___Native American

____Asian/Asian American/Pacific Islander
__Bi- or Multiracial/Ethnic (Specify all):
___Other; Specify:

4. Employment status

____Employed full-time (> 20 hours)
___Employed part-time (1-19 hours)
____Unemployed

___Other (student; seasonally employed)

5. Highest level of education completed
____High school

____Some post-high school education
____Two-year (Associate’s) degree
____Four-year (Bachelor’s) degree
___Graduate (Masters, Ph.D., M.D.) degree

6. Indicate your proximity from your sibling with intellectual disability
___Currently lives with my sibling

__1-10 miles

__1-50 miles

__51-150 miles

_151-300 miles

__301-500 miles

____Above 500 miles
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7. With what types of caretaking duties (if any) have you assisted your sibling with
recently (in the last year)? (Select as many answer choices that fit with your
answer)

___ Daily activities (Bathing, dressing, feeding, meal preparation)

____Household activities (cleaning, laundry, dishes, vacuuming)

____Financial responsibilities (budgeting, paying bills)

____Health care (medication monitoring, taking vital signs, scheduling doctor visits)

____Transportation

___Other (specify: )

8. With what types of caretaking duties (if any) have you assisted your sibling with
in the past (more than 2 years ago)? (Select as many answer choices that fit with
your answer)

___ Daily activities (Bathing, dressing, feeding, meal preparation)

____Household activities (cleaning, laundry, dishes, vacuuming)

____Financial responsibilities (budgeting, paying bills)

____Health care (medication monitoring, taking vital signs, scheduling doctor visits)

____Transportation

___Other (specify: )

9. How are you related to your sibling with an intellectual disability?

____Full biological sibling (we have the same parents)

___Halfsibling (we have one common biological parent)

____Stepsibling (we are not related biologically but through our parents’
marriage/cohabitation)

____Adopted sibling (we are not related biologically)

10. How old is your sibling with an intellectual disability?

11. What is the gender of your sibling with an intellectual disability?
____Man

____Woman

____Transgender (Assigned Male at birth and identifies with another gender)
____Transgender (Assigned Female at birth and identifies with another gender)
___Non-binary

12. Please select the specific type(s) of intellectual disability your sibling has:

____Down syndrome

____ Fragile X syndrome
____Williams syndrome
___Prader-Willi syndrome
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____ Other intellectual disability (Smiths-Magenis, Cri-du-Chat syndrome, Angelman
syndrome, Fetal Alcohol Spectrum Disorder, DiGeorge syndrome).
Specify:

____If not listed, please specify:

___Notsure
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Below are some sentences related to your life as a sibling of a person with an intellectual
disability. There are no right or wrong answers. Please read each sentence and choose the
option which best represents your opinion.

Strongly Disagree Disagree Agree Strongly Agree

N

10.
11.

12.
13.
14.
15.
16.

17.
18.

19.

20.

21.

22.

Lo 2 3 4

| feel inferior because | have a sibling with an intellectual disability.

| avoid communicating with my sibling with an intellectual disability.

Other people would discriminate against me if I am with my sibling with an
intellectual disability.

| feel emotionally disturbed because | have a sibling with an intellectual
disability.

| dare not tell others that | have a sibling with an intellectual disability.

My reputation is damaged because | have a sibling with an intellectual disability.
The behavior of my sibling with an intellectual disability makes me feel
embarrassed.

I reduce (or limit) going out with my sibling with an intellectual disability.
People’s attitude towards me turns bad when | am together with my sibling with
an intellectual disability.

| feel helpless for having a sibling with an intellectual disability.

Given that | have a sibling with an intellectual disability, | reduce contact with my
friends and relatives.

Having a sibling with an intellectual disability imposes a negative impact on me.
| feel sad because | have a sibling with an intellectual disability.

When | am with my sibling with an intellectual disability, | would keep a
relatively low profile.

Having a sibling with an intellectual disability makes me think that | am
incompetent compared to other people.

| worry that other people would know I have a sibling with an intellectual
disability.

| reduce interacting with my sibling with an intellectual disability.

Having a sibling with an intellectual disability makes me think that | am lesser to
others.

| feel that | am under great pressure because | have a sibling with an intellectual
disability.

| dare not participate in activities related to intellectual disability lest other people
would suspect I have a sibling with an intellectual disability.

Having a sibling with an intellectual disability makes me lose face (or lose
respect).

Given that I have a sibling with an intellectual disability, | reduce contact with the
neighbors.
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Please indicate your degree of agreement (using a score ranging from 1-7) to the
following sentences:

1= Strongly Agree

2 = Somewhat Agree

3 = Alittle Agree

4 = Neither Agree or Disagree
5 = A Little Disagree

6 = Somewhat Disagree

7 = Strongly Disagree

1. I like most parts of my personality.

2. When | look at the story of my life, I am pleased with how things have turned out
so far.

3. Some people wander aimlessly through life, but I am not one of them.

4. The demands of everyday life often get me down.

5. In many ways | feel disappointed about my achievements in life.

6. Maintaining close relationships has been difficult and frustrating for me.

7. Tlive life one day at a time and don’t really think about the future.

8. Ingeneral, | feel I am in charge of the situation in which | live.

9. lam good at managing the responsibilities of daily life.

10. I sometimes feel as if I’ve done all there is to do in life.

11. For me, life has been a continuous process of learning, changing, and growth.

12. 1 think it is important to have new experiences that challenge how | think about
myself and the world.

13. People would describe me as a giving person, willing to share my time with
others.

14. 1 gave up trying to make big improvements or changes in my life a long time ago.

15. | tend to be influenced by people with strong opinions.

16. | have not experienced many warm and trusting relationsips with others.

17. I have confidence in my own opinions, even if they are different from the way
most other people think.

18. I judge myself by what I think is important, not by the values of what others think
IS important.

182



APPENDIX G

Aberrant Behavior Checklist-2

183



Please rate your sibling’s behavior for the last four weeks. For each item, decide whether
the behavior is a problem and circle the appropriate number:

0 =not at all a problem

1 = the behavior is a problem but slight in degree
2 = the problem is moderately serious

3 = the problem is severe in degree

When judging your sibling’s behavior, please keep the following points in mind:

(a) Take relative frequency into account or each behavior specified. That is, consider this
person with respect to others of similar age and sex, in general. For example, if your
sibling averages more temper outbursts than most other people you know of similar age
and sex or most others in his/her class, it is probably moderately serious (2) or severe (3)
even if these occur only once or twice a week. Other behaviors, such as noncompliance,
would probably have to occur more frequently to merit a high rating.

(b) If you have access to this information, consider the experiences of other caregivers
with your sibling. If your sibling has problems with others but not with you, try to take
the whole picture into account.

(c) Try to consider whether a given behavior interferes with his/her development,
functioning or relationships. For example, body rocking or social withdrawal may not
disrupt other children or adults, but it almost certainly hinders individual development or
functioning.

Do not spend too much time on each item - your first reaction is usually the right one.

Excessively active at home, school, work, or elsewhere
Injures self on purpose

Listless, sluggish, inactive

Aggressive to other children or adults (verbally or physically)
Seeks isolation from others

Meaningless, recurring body movements

Boisterous (inappropriately noisy and rough)

Screams inappropriately

Talks excessively

10. Temper tantrums/outbursts

11. Stereotype behaviors; abnormal, repetitive movements
12. Preoccupied; stares into space

13. Impulsive (acts without thinking)

14. Irritable and whiny

15. Restless, unable to sit still

16. Withdrawn; prefers solitary activities
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17.
18.
19.
20.
21.
22.
23.
24,
25.
26.
217.
28.
29.
30.
31.
32.
33.
34.
35.
36.
37.
38.
39.
40.
41.
42.
43.
44,
45,
46.
47.
48.
49,
50.
51.
52.
53.
54.
55.
56.
S57.
58.

Odd, bizarre in behavior

Disobedient; difficult to control

Yells at inappropriate times

Fixed facial expression; lacks emotional responsiveness
Disturbs others

Repetitive speech

Does nothing but sit and watch others
Uncooperative

Depressed mood

Resists any form of physical contact

Moves or rolls head back and forth repetitively
Does not pay attention to instructions

Demands must be met immediately

Isolates himself/herself from other children or adults
Disrupts group activities

Sits or stands in one position for a long time

Talks to self loudly

Cries over minor annoyances and hurts

Repetitive hand, body, or head movements

Mood changes quickly

Unresponsive to structured activities (does not react)
Does not stay in seat (e.g. during lesson or learning periods, meals, etc.)
Will not sit still for any length of time

Is difficult to reach, contact, or get through to

Cries and screams inappropriately

Prefers to be alone

Does not try to be communicate by words or gestures
Easily distractible

Waves or shakes the extremities repeatedly

Repeats a word or phrase over and over

Stamps feet or bangs objects or slams doors
Constantly runs or jumps around the room

Rocks body back and forth repeatedly

Deliberately hurts himself/herself

Pays no attention when spoken to

Does physical violence to self

Inactive, never moves spontaneously

Tends to be excessively active

Responds negatively to affection

Deliberately ignores directions

Has temper outbursts or tantrums when he/she does not get own way
Shows few social reactions to others
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Listed below are a number of statements concerning personal attitudes and traits. Read
each item and decide whether the statement is True or False as it pertains to you
personally.

Note: Response options of True and False should be provided for each statement

1. It is sometimes hard for me to go on with my work if I am not encouraged.

2. I sometimes feel resentful when I don’t get my way.

3. On a few occasions, | have given up doing something because | thought too little of
my ability.

4. There have been times when | felt like rebelling against people in authority even
though I knew they were right.

5. No matter who I’m talking to, I’'m always a good listener.

6. There have been occasions when | took advantage of someone.

7. I’'m always willing to admit it when | make a mistake.

8. I sometimes try to get even rather than forgive and forget.

9. I am always courteous, even to people who are disagreeable.

10. I have never been irked when people expressed ideas very different from my own.
11. There have been times when | was quite jealous of the good fortune of others.

12. | am sometimes irritated by people who ask favors of me.

13. T have never deliberately said something that hurt someone’s feelings.
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Over the last 2 weeks, how often have you been bothered by the following problems?

Not at all Several days Over half the days Nearly everyday
0 1 2 3

1. Feeling nervous, anxious, or on edge

2. Not being able to stop or control worrying

3. Worrying too much about different things

4. Trouble relaxing

5. Being so restless that it’s hard to sit still

6. Becoming easily annoyed or irritable

7. Feeling afraid as if something awful might happen

If you checked off any problems, how difficult have these made it for you to do your
work, take care of things at home, or get along with other people?

Not difficult at all

Somewhat difficult
Very difficult
Extremely difficult
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Below is a list of the ways you might have felt or behaved. Please tell me how often you
have felt this way during the past week.

0 1 2 3 4
Not at all or 1-2 days 3-4 days 5-7 days Nearly everyday
less than one day

My appetite was poor.

| could not shake off the blues.

| had trouble keeping my mind on what | was doing.
| felt depressed.

My sleep was restless.

| felt sad.

| could not get going.

Nothing made me happy.

| felt like a bad person.

10. I lost interest in my usual activities.

11. I slept much more than usual.

12. | felt like I was moving too slowly.

13. | felt fidgety.

14. 1 wished | were dead.

15. I wanted to hurt myself.

16. | was tired all the time.

17. 1 did not like myself.

18. I lost a lot of weight without trying to.
19. I have a lot of trouble getting to sleep.
20. I could not focus on the important things.
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