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ABSTRACT

Adolescent Coping and Family Functioning in the Family of a Child with Autism

by

Sally J. Vliem

Co-Chairs: Carol J. Loveland-Cherry and Kristy Kiel Martyn

Autism is on the rise at an alarming rate. Autism impacts all members of a family
including siblings. There is much research that examines the etiology of autism but there
is little research that explores, from the sibling perspective, what it is like to have a
sibling with autism. There are studies that examine coping and the perception of family
functioning from the parent perspective, but there are few studies that examine coping
and perception of family functioning from the adolescent perspective. The Resiliency
Model of Family Stress, Adjustment, and Adaptation (McCubbin & McCubbin, 1993)
guided this exploratory, correlational study. The purpose of this study was to examine the
coping strategies used by adolescent siblings of children with autism and to examine how
these coping strategies influence their perception of family functioning. Qualitative data
were collected to help inform the quantitative results. Adolescents 11-21 years of age
were recruited through the Interactive Autism Network and completed the measures
online via Survey Monkey. The most commonly used coping strategy, as measured by A-

COPE, for adolescents in this study was seeking diversion. Females more frequently than

vii



males used the coping strategies developing social support, investing in close friends, and
relaxing. The younger adolescents used an increased number of and more varied coping
strategies than older adolescents. The adolescents perceived that their families functioned
in the unhealthy range on five of the seven subscales on the Family Assessment Device
with no statistically significant differences between males and females or between age
groups on perception of family functioning. Path analysis using multiple regression
revealed significant negative relationships between coping strategies, self-concept,
satisfaction with the sibling relationship, and family functioning and explained 44.2% of
the variance in the proposed model. The results of this study provide a better
understanding of the complexities that adolescents who have siblings with autism
encounter. Further research is needed to explore additional factors that influence family
functioning including examining family functioning with adolescents with typically
developing siblings. The development of coping strategies in children and adolescents

also needs further exploration.
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Introduction

The prevalence of autism is on the rise at an afeymate. Although the diagnosis of
autism has been described in the medical literagimae the 1940’s, the increasing
prevalence of autism has brought the disease tattbition of healthcare providers,
scientists, and the public. The prevalence of autias increased from 1 in 166 in 2003
to 1 in 150 today (ASA. 2009). This significanteis the number of children with autism
is creating not only an economic burden on sodetyalso a national health crisis
(ASA).

Autism is a medical condition that impacts an entamily. While there are studies
that examine coping strategies and family functigrin parents and school age siblings
of children with disabilities, very little researelamines family functioning and coping
strategies used by adolescents who have a siblthgavdisability. Even fewer studies
examine coping strategies and family functioningilslings of children with autism. The
studies that examine the concepts of coping andyfdumctioning report inconsistent
findings as to the impact on siblings of living wé brother or sister with a disability or
chronic iliness. Since the diagnosis of autisrmighe rise, it is imperative that nurses
understand experiences of adolescents who havegshith autism including their

coping strategies and perception of family funatign



Purpose and Specific Aims

While much research is directed at finding a cdasautism, there is limited
research examining the coping strategies used dgswkent siblings when there is a child
with autism in the home. There is also limited mfation regarding how adolescents
who have a sibling with autism perceive that tif@mily functions. The purpose of this
exploratory, correlational study was to examinedbging strategies used by adolescent
siblings of children with autism and to examine hitwse coping strategies influence
their perception of family functioning. In additiotine self concept of the adolescent was
examined to explore the relationship among seltephand coping strategies that are
used by the adolescent. This research study l&ysraation for future intervention
research aimed specifically at adolescents and fdmmily to promote positive coping
strategies and a healthy, positive perceptionmilfafunctioning. The specific aims
along with related research questions and hypoghiestude:
Aim 1. Explore, from the adolescent perspective, the egpee of being in a family with
a child with autism.
Research Question 1.1What are the experiences described by adolescelngg in
the family with a child with autism?
Aim 2. Determine coping strategies used by adolescermshabe a sibling with autism.
Research Question 2.:1What coping strategies do adolescents who havaiag with
autism use as assessed by the Adolescent Copiagtation for Problem Experiences

(A-COPE)?



Research Question 2.2Do adolescent males use different coping stratetjian
adolescent females when they have a sibling witismuvhen measured using A-COPE?
Hypothesis 2.1 Younger adolescents use fewer coping strategiegpared to older
adolescents as measured by A-COPE.

Aim 3. Determine how adolescents with siblings with smtperceive their family
functioning.

Research Question 3.1How do adolescents who have a sibling with auperteive

that their family is functioning as measured by Baenily Assessment Device (FAD)?
Research Question 3.2Do the perceptions of family functioning of adatents who

have siblings with autism differ by age and gender?

Aim 4. Determine the predictive ability of the proposeddel (see Appendix D)
Research Question 4.1How do the variables of coping strategies, peroapdf family
functioning, self concept, and satisfaction with gbling relationship relate to each other

for adolescents who have siblings with autism?

Format for Dissertation

The dissertation consists of a three article farfie first article discusses the
concept of coping and explores the coping strasethiat are used by adolescents who
have a sibling with autism. The second article ergd the adolescent perception of
family functioning when there is a child with autisn the family. In the third article, the

proposed model is tested to ascertain if the agegander of the adolescent influences



their coping strategies, self concept, and satisiaavith the relationship with their
sibling with autism. The model examines the inflicenf the adolescent’s self concept
and satisfaction with their sibling relationshipdetermine if they influence the coping
strategies that adolescents use. The model alsohiew these variables impact the
adolescent’s perception of family functioning. Tdanstant comparative method of
analysis was used to identify common themes relatet) what adolescent siblings of
children with autism are coping with and how theg eoping; 2) how this influences
their self-perception; 3) how this influences threilationship with their sibling with
autism; and 4) how this influences their perceptbfamily functioning. The qualitative
data are infused throughout the results sectiotisegsrelate to the three chapters.

An exploratory, correlational design with a conrde sample of 97 adolescents
11-20 years old who are siblings of children withism addressed the specific aims of
this study. An exploratory design was necessathere are few research studies
examining coping from the adolescent perspectiveoar these adolescents perceive
family functioning.

The study was designed to have a power of at 8®twith an alpha of .05 to
detect a moderate (.30) correlation as describeeldtiy (1996). The siblings were
recruited from the Interactive Autism Network (IARpmmunity web site which is part
of the Krieger Institute (www.ianproject.org). TheN allows researchers to recruit
study subjects on their community web site withg@roHuman Subjects Internal Review

Board (HSIRB) permission as well as a letter frtwa doctoral school of study.



Review of the Literature

Autism was first described by Kanner in 1943. Hespnted the cases of 11
children whom he believed had a new syndrome tlaatdistinct from the assigned
diagnosis of schizophrenia (Gallagher, et al. 2008), 2003). Kanner’s autistic children
displayed behaviors that demonstrated deficit®aias interaction and communication
skills that are now recognized as hallmark defioftautism (Brimacombe, Xue, &
Parikh, 2007Rau, 2003; Rosen, Yoshida, & Croen, 2007). Maleswaore frequently
affected with autism than females with a ratio &% (ASA, 2009).

Although it is believed that autism crosses alesand ethnicities, little is known
about the prevalence rates of autism by race dnwdogly (Newschaffer et al. 2007)
Newschaffer et al. reported that a study conduicté€Zhlifornia found that the prevalence
rate was higher in children with black mothers, éow children with Mexican born
mothers, and comparable among children with wiiggan, and U.S. born Hispanic
mothers. Schieve, Rice, and Boyle (2006) have teddhat autism rates are comparable
in black and white children and lower in Hispanidldren.

While much research has been directed at findicguae for autism, there is
limited research examining the coping strategiesl uy family members when there is a
child with autism in the home; even less is knoegarding how adolescents who have a
sibling with autism perceive that their family fuimms. In this chapter, a review of the
literature is be presented by first describingdhallenges of living with a sibling with

autism, the importance of the sibling relationshiyg, sibling outcomes when living with



a child with a disability, and the developmentahsiderations of the adolescent siblings.
The concept of coping is discussed as it relatéiseoelevant stages of cognitive
development of adolescents. More focused attemgidievoted to what the literature
reveals about coping strategies employed by thdieanaffected by autism and chronic
illness. Finally, the concept of family functionirgexplored as well as an explanation of

the theoretical framework that guided this study.

Challenges of living with a child with autism in the family.

Families face many challenges when living witthddcwith a disability. Parents of a
child with autism, face numerous challenges ineigdihe burden of caring for the child,
the physical toll that this care entails, the ficiahburdens due to one parent staying
home as caregiver, the effects of social isolatmm, marital strain (Dumas, Wolf,
Fisman, & Culligan, 1991; Gray, 1998; Hodgkinsom.&ster, 2002; Krulik et al. 1999;
Melnyk, Feinstein, Moldenhouer, & Small, 2001; Sger& Sobsey, 2000). Due to the
nature of the disorder and the behaviors that tiiidren display, parenting a child with
autism is a demanding task. Children with autisspldly inappropriate social behavior,
act aggressively towards themselves or others,genigarepetitive, self stimulatory
behaviors, have erratic sleep patterns, show mat&eckase in language, communication
and affection, and 75-80% exhibit cognitive delégsay; Rau, 2003; Tomanik, Harris,

& Hawkins, 2004). Parents also report challengdsaching basic life skills to their



children with autism as well as protecting thenmfrdanger and preparing them for adult
life (Dyches, Wilder, Sudweeks, Obiakor, & Algozejr2004).

Children also face challenges when living withladisg with autism. A qualitative
study conducted by Hutton and Caron (2005) fouad plarents try to help siblings deal
with having a sibling with autism in several walarents reported that they tried to
educate the siblings about autism, spend time th@éhunaffected sibling away from the
child with autism, involve siblings in the therafoy the autistic child and protected
unaffected siblings from harm if there was a thdatanger by the sibling with autism.
The Autism Society of America (2007) reports thhatisgs of children with autism
report the following sources of stress: embarrass@eund peers; jealousy regarding
the amount of time that parents spend with thenghkith autism; frustration when they
do not get a response from the sibling with autrgmen attempting to interact with them;
being the target of aggressive behaviors; attergptirmake up for the deficits of the
sibling with autism; concern for parent’s stresd grief; and concern over their role in

future care giving.

Importance of the sibling relationship.

Sibling relationships are among the most importdymamic and long lasting
relationships that a child will have and lay tharidations for peer and adult
relationships (Cox, Marshall, Mandleco, & Olsenp20Dellve, Cernerud, & Hallberg,

2000; Hamama et al. 2008arris & Glasberg, 2003; Lobato, Faust, & Spirlt639;



McHale & Gamble, 1987; McHale & Gamble, 1989; Rgde, Geffken, & Morgan,
1993).Cox et al. reported that by the time children are gear of age, they have spent
more time interacting with their siblings than thiaithers.

The longevity of the sibling relationship is undbeied in any other relationship.
These longitudinal relationships influence not alg cognitive, affective, and social
skills, but also the development of a positive selicept of the siblings. The sibling
relationship has a significant impact on child atization and makes it possible to
express feelings and to experience friendshipsltpyrivalry, and support (Harris &
Glasberg, 2003; Verté, Roeyers, & Buysse, 20033.ift this relationship that children
learn new roles of teacher, caregiver or leadeydonger or less capable siblings
(McHale & Gamble, 1987 With the changing structure of the family in whgihgle
parent and dual wage earner households continnerease, the sibling relationship is
even more important. Siblings rely more on eacleioith single parent families, as well
as in families in which both parents work outside home (Morrison, 1997).

Children with disabilities are surviving longer aagk more likely to receive care in
the home rather than in an institution. This insesathe likelihood that siblings will be
impacted by living each day with a sibling withigability (Cox et al. 2003). The care
that children with autism need is ongoing. As ptsege, siblings become a likely source
of care for the child with autism which can causgiaty in the adolescent who is able to
look toward the future and anticipate potentiakgaring responsibilities (Harris &

Glasberg, 2003).



Sharpe and Rossiter's (2002) meta-analysis ohgblof children with chronic illness
concluded that more methodologically sophisticatedies of siblings of children with
disabilities are needed. For example, many studigson parent reports (i.e. proxy data)
of sibling feelings, although the literature isari¢hat parents are not always aware of the
siblings' feelings (Gallo, Breitmayer, Knafl, & Zter, 1991; Gallo & Szychlinski, 2003,
Guite, Lobato, Kao, & Plante, 200@amama et al., 2000; Hayes, 1997; Sharpe &
Rossiter, 2002). The sibling relationship is fill@h both conflict and companionship in
the best of circumstances. One solution is to laslsiblings directly about their
relationship with their sibling with a disabilitather than rely on proxy informants (i.e.
parents). Further examination of the influenceahgy with a child with a disability from

the well sibling's perspective would add to theyotiknowledge.

Sibling outcomes when living with a child with a dsability.

Research findings on the impact of living with blisig with a disability are
contradictory. Further, specific studies that exserthe impact of autism are especially
scarce. Expanding the audience to siblings of odmlavith disabilities revealed that, as
with the siblings of children with autism, there aregative as well as positive effects on
children who have a sibling with a disability. Tinegative effects of having a sibling
with a disability include higher risk for depressi(Cox et al. 2003; Gupta & Singhal,
2006; Kaminsky & Dewey, 2002; Mascha & Boucher, @0WcHale & Gamble, 1987),

anxiety (McHale & Gamble, 1987), decreased seHearat(Dyson, 1999; McHale &
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Gamble, 1987), isolation and feelings of lonelin@3sllve et al. 2000; Glasberg, 2000;
Gupta & Singhal; Sloper, 2000), loss of parentedrdaton (Dyson, 1999; Gupta &
Singhal; Leonard, 1991; McHale & Gamble, 1987; Rpak et al. 1993), changes in
family roles, structure, and activities includingra caretaking roles (Dyson, 1999;
Gupta & Singhal; Leonard, 1991; Mascha & Bouch8& McHale & Gamble, 1987,
Rodrigue et al., 1993), feelings of guilt and shdfepta & Singhal; Rodrigue et al.
1993), maladjustment (Cox et al. 2003), behaviobjams (Cox et al. 2003; Verté et al.
2003), embarrassment surrounding the sibling's\nefsa(Gupta & Singhal; Mascha &
Boucher, 2006) and worries and anxieties relatabealisabled sibling’s welfare
(Mascha & Boucher, 2006; McHale & Gamble, 1987).

On the other hand, other studies reveal that theresome positive aspects that
children who have a sibling with a disability digplincluding a positive self concept
(Kaminsky & Dewey, 2002; Mates, 1990; Rodrigueleil893), enhanced caretaking
skills (Mates, 1990), increased sympathy, empathgl, compassion (Sharpe & Rossiter,
2002; Sloper, 2000), personal maturation (Maschzo&cher, 2006; McHale & Gamble,
1987; Sloper, 2000), and increased family cohe&stoper, 2000). Given the
contradictory nature of these findings, furthedstis needed to explore the influence of

living with a sibling with a disability such as &rh.
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Developmental considerations and siblings.

Adolescence is a complex time. Adolescent livedideel with challenges ranging
from normative challenges of arguing with parentbreaking up with a significant other
to challenges of dealing with chronic stressorisagcpoverty or living with a sibling
with autism (Harris & Glasberg, 2003; Patterson &®dibbin, 1987; Skinner & Zimmer-
Gembeck, 2007). Rodrigue et al. (1993) reportetlliaging a sibling with autism is
more difficult than having a sibling with any otraisability.

When examining siblings' responses to living immify with a disabled child, the
psychosocial and cognitive developmental statubesibling needs to be considered.
According to Erikson, adolescents, between 12 @hgears of age, are developing a
sense of identity (Hockenberry, Wilson, & Winkelate2005). Adolescents are
beginning to see themselves as individuals whaiaigue with their own personal
identities. A sense of belonging to or being aceefity a group is an essential prelude to
developing a personal identity. As adolescents ldpvbeir identity, they often separate
from their families. In high school, adolescents spending less time with family and
more time with peers. After high school graduatiaaglescents typically leave home to
either attend college or begin a job. Having airsgbWith a disability makes the
developmental task of separating from the familyyexely difficult as the adolescent
feels guilty about leaving the remainder of theifgito care for the sibling with a
disability (McHugh, 2003). Adolescents may choasegend more time at home and

attend a college or obtain work near to their home.
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Cognitive development also plays an important noléhe adolescent's understanding
the dynamics of a family with a child with autisAdolescents who are 11 years of age
and older are in the formal operations stage aaogitd Piaget (Hockenberry et al.
2005). They are able to think beyond the presedittan imagine a sequence of events
(Hockenberry et al. 2005), such as who will takeea#d their sibling with autism when
their parents no longer can. Adolescents in tligestilso wonder what others think of
them and believe that everyone is focusing on éineesthings they are-themselves and
their activities (Bastable, 2006). This imaginawgd@nce has influence over the
adolescent and explains in part why adolescentsefeonscious. Having a sibling with
autism who does not conform to the accepted nofras@mety can be a source of
embarrassment (E. Mellem, personal communicaticarchi8, 2006) for the adolescent
sibling who is trying to fit in with their peers.

Adolescents in the formal operations stage alsewethat they are invincible which
leads to risk taking behaviors. This normal phdsgeselopment coupled with the
potential for risks related to living with a silbjrwith autism such as increased incidence
of depression, isolation, and anxiety, increasenttel to be vigilant about recognizing
that these children may need additional supportgamgiince (Bastable, 2006; Cox et al.
2003; Dellve et al., 2000; Glasberg, 2000; Guptaidghal, 2006; Kaminsky & Dewey,
2002; Mascha & Boucher, 2006; McHale & Gamble, t3&dper, 2000)).

Glasberg's (2000) research (based in the psycladsoa cognitive development of

Erikson and Piaget) indicates that siblings ofetéht ages (5-17 years) had different
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understandings regarding their sibling with auti§$tasberg found that children of all
ages had lower levels of cognitive sophisticatidremwdiscussing illness. In Glasberg’s
study, 5% of 11-17 year olds reported that theyreacder heard autism or Asperger’s
Syndrome as their sibling’s diagnosis. This isontcast with the 90% of parents who
predicted that their child would be familiar withetdiagnostic terms autism or
Asperger’s suggesting that there is a differendevéen telling and understanding when
working with children who have a sibling with auir other disabilities. Despite the
fact that the adolescents in Glasberg’s study weteognitively sophisticated, they were
able to evaluate the implications of having a adphvith autism and to envision future
issues related to having a sibling with autism.

All adolescents, those from families with or with@hildren with disabilities, display
a range of reactions from maturity in some situsito childlike behavior in others
(Hockenberry et al. 2005). As adolescents becomher olhey develop control of their
emotions and can approach situations more calndyramonally (Hockenberry et al.
2005). This often results in more mature discussregarding what they are thinking and
feeling in response to having a sibling with autidine ability to have more mature
discussions makes exploring the coping strategidgarception of family functioning

appropriate for the adolescent population.
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Development of coping.

Coping strategies are generally believed to deveéiomg childhood and become
more sophisticated as the child matures. HoweWéldren’s coping strategies are not
well understood or studied from a developmentaspective (Glasberg, 2000; Hamama
et al., 2000; Lerner & Benson, 2003; Ryan, 1988@gr€ are several reasons for the
difficulty in studying the development of copingrdt, there is no clearly identified
theory for examining coping in children or adolegsgRyan, 1989). Second, the
majority of the studies that examine coping anddcan have not focused specifically on
coping as it relates to the development of coptragegies, that is to say, within the
context of the child’s continued emotional and doge growth and change. Third, most
of this literature uses the stress and coping maaelapplies it to the child who has a
disabled sibling without taking into account thél@¢k developmental level (Houtzager et
al., 2004).

As children mature cognitively and emotionally treeg better able to problem solve
and channel their emotions. Accordingly, the costrgtegies that children use are
dependent on age and developmental level, as Sletiner and Zimmer-Gembeck
(2007) reviewed studies that examined age diffeggmc changes in coping responses to
stress. Transition periods for coping were ideadifincluding: late childhood to early
adolescence (10-12); early and middle adolescerzd§); and middle and late
adolescence (16-22). Between the ages of 5-7 diitly@ars, the most rapid

development of coping occurred. During the youngers, coping is carried out by
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using direct action and enlisting the help of athes needed. This trend of seeking help
from others continues as children move into adelese.

As children reach middle childhood and their cogeidevelopment progresses, they
are able to use more sophisticated techniquesofing such as distraction, delay, and
problem solving, either independently or with gunda from others. By adolescence,
children’s cognitive development should be in fdroperations, enabling adolescents to
more effectively problem solve and to regulatertiseping responses and anticipate
future implications of decisions. Adolescents dse able to determine which adults will
be best able to help them in a given situationr(&éa & Zimmer-Gembeck, 2007).

Coping is shaped in part by social relationship$ @ntexts. Children’s coping
abilities develop in part by socialization and esyp@ to others who provide models of
coping. Parents and other social supports mayrdithstressors themselves or may strive
to buffer children from repeated stressors. Par@m@slso instrumental in role modeling
both constructive and unconstructive strategiesdping (Skinner & Zimmer-Gembeck,
2007; Zimmer-Gembeck & Locke, 2007). Ryan (1988jest that "both adaptive and
maladaptive coping strategies are learned behaaiatsan be acquired, changed, or
eliminated" (p. 111). Future research needs to e@tmow children's coping strategies
shape their social relationships, as well as thgaththat those coping strategies have on

their development into adulthood (Clarke, 2006).
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Coping with autism and chronic illness.

Coping is a complex phenomenon that is not fullgarstood particularly for
families of autistic children. Although a plethafliterature examines parental coping in
a variety of pediatric populations, information sifie to siblings of children with
childhood autism is limited. Much of the researehess on the definition of coping set
forth by Lazarus and Folkman (1984) who definedmgs the “constantly changing
cognitive and behavioral efforts to manage speeifiternal and or internal demands that
are appraised as taxing or exceeding the resoafthe person” (p. 141).

Gray (1998) examined parental coping and autismguan ethnographic
approach with 33 parents whose children attendealiistic center in Australia. Coping
strategies that were used by the parents in thdy/shcluded: reliance on services
provided by agencies (autism center, special sshoslipport of family members;
religion (which gave a sense of meaning and purpm#ge event of having a child with a
disability); engaging in individually based strategthat either allowed them respite from
their child’s condition or afforded them a sensenafstery and/or self worth; and limiting
social activities that put the family in an uncontédble position. With the exception of
this ethnographic study, the literature on copimgtsgies of parents with autistic
children is limited. There are, however, severadiss that examine parental coping
among children with other chronic disabilities sashcongenital heart disease (Tak &

McCubbin, 2002), Down Syndrome (Lam & MackenzieQ2)) cystic fibrosis
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(Hodgkinson & Lester, 2002), asthma (Brazil & Kreeg2002) and attention deficit
hyperactivity disorder (ADHD) (Podolski & Nigg, 200

Although studies examining the coping strategiesilofngs of children with
autism are limited, there is a related literatunesilings of children with disabilities or
chronic iliness. Most of the research focuses ersthessors faced by siblings of children
with disabilities and only a few studies examine tloping strategies that these siblings
employ. Cox et al. (2003) examined coping strategeed by 46 siblings of children with
disabilities. Four coping strategies were identifiproactive responses which included
problem solving and/or physical action; interactigsponses which included seeking
social support to manage the stressful situatiaermally reactive responses which
included expressing feelings of emotion or engagirg cognitive response; and non-
active responses in which the siblings did not destrate a physical or emotional
response or denied a stressful situation.

Ryan (1989) studied the coping strategies of 108aicage children and found they
used both cognitive and behavioral efforts to oefib stress. Ryan identified five
categories of coping: social support (asking fdp halking with a parent); avoidant
activities (trying to forget about the stress, igng it, doing something else); emotional
behaviors (crying, getting mad); distracting bebavi(watching television, listening to
music, cleaning room); and cognitive behaviorsr{plag what to do, thinking

positively). Seltzer, et al. (2004) contend thaeaach focused on the identifying
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differences in coping among children with a siblmigh autism and other comparison

groups but does not provide a much needed exptanfar those differences.

Family functioning.

Family functioning encompasses the ways that fam#ynbers interact with and
relate to each other including the pursuit of goadsivities the family engages in
together, and acceptance of family routines (Pr@&ohg et al. 2007). The quality of the
family relationship is paramount to the developn@rdll children in a family (Leonard,
1991). When a family is functioning well, family méers are less likely to develop
psychological problems, are cohesive in their asti@re able to adapt to stressors, and
have clear family rules and boundaries (Petroeebil. 2003).

Only a few studies examine family functioning whbare is a child with autism
in the family and mainly from the parent’s perspex{Gallo & Szychlinski, 2003).
Dyches et al. (2004) report that family adaptatiod autism should be studied apart
from other chronic disabilities as the issues afjdbsis, behavior challenges, and stigma
are different from the issues that families withestdisabilities face. Several studies
indicate that family functioning is linked to theental health of children (Connelly,
2005). Houtzager et al's. (2004) study of childret® years of age who had a sibling
with cancer found that a family systems approaakxeamining the impact a sibling’s
illness is essential. If the family is cohesive @dble to adapt to the stressors of having

an ill child, then the siblings have fewer adjusttngroblems. On the other hand, more
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adjustment problems are found in families that hawer interpersonal or family
relations. The sibling’s well being may also be aofed by the amount of distress that

the parent displays.

Theoretical Framework

The Resiliency Model of Family Stress, Adjustmemd Adaptation guided this
research study. The resiliency model of familysdradjustment and adaptation has been
investigated in relation to families who have cteld with chronic disabilities (Cox et al.
2003; Dyches et al. 2004; King et al. 2006; SnetBeaome, Kelber, & Warady, 2004;
Tak & McCubbin, 2002). This model views coping garacess that families engage in to
respond to excessive demands, depleted resouncesased tensions, and to change the
meaning of a situation (McCubbin, 1993; Tak & Mc®ut). Inherent in this process is
the fact that stressors, such as having a child awtism, requires that families make
systemic changes to restore functional stability iamprove family satisfaction.

There are several components in the family's agieist to a stressor. The first
component concerns the family’s appraisal of thessbr which includes three levels of
appraisal: 1) stressor appraisal, or the familgfndtion of the specific stressor; 2)
situational appraisal, or the family’s subjectivadidition of the demands they are
experiencing as well as their resources and capebito manage the stressor; and 3) the

global level of appraisal which takes into accatetfamily’s beliefs, values, and goals
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(McCubbin, 1993). The family must define the sesioess of the stressor and the
hardships the stressor will place on the familytesys

The second component examines family resourcettzdtle the family to manage
the stressor to avoid a crisis in the family’s gattof functioning (McCubbin, 1993).
Resources in the resiliency model include the dtargstics, traits, or competencies that
the family has or develops to manage the stre$émse resources may be found within
the individual (intelligence, self esteem), the flgrystem (cohesiveness, family
organization), or the community (social supporgltiecare services, respite).

The third component looks at the attributes thalar how the family system
operates or behaves. The end result of the adjnsiphase leads to family
bonadjustment (when the family moves through asstrewith ease) or maladjustment
and crisis (when established family patterns aseugited). If the family is in the
maladjustment phase of the model, the cycle of tatiap begins. During the adaptation
phase, it is necessary to review the other demf@oetdsy the family. It is also necessary
to assess both the individual and family strengtit$ coping strategies in order to
determine the potential that the family has for imgethe demands placed on them.
Adaptation is realized when the family is workirgaunit with mutual support and
shared goals, is interfacing with the communityg eecognizes that, following a realistic
appraisal of the stressor, compromise on some désmaay be needed in order to

promote adaptation.
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The applicability of this theoretical framework fibre adolescent population to the
specific aims of the study is clear. The copingtsygies that adolescents use most when
contemplating their sibling with autism addresg ttaping is seen as a process. The
adolescent reflected on the relationship with tedaling with autism using the Sibling
Relationship Scale which explores the adolescamqifsaisal of the stressor thereby
describing the seriousness of the stressor todbkescent.

The self concept of the adolescent was examinaah asdividual resource that the
adolescent possesses to manage living with a gilalith autism. The family system was
also examined from the adolescent perspective wkploring their perception of family
functioning. The Family Assessment Device has affutalue that identifies healthy
family functioning providing a way to evaluate #anily’s level of adaption from the

adolescent perspective (see Appendix D).

Methods

Measures.

As a departure from prior work, this study doesus# parent proxy. The measures
for the study were selected based on their atiditye used in the adolescent population
to obtaining information directly from the adolesteBackground information was
obtained as well as information regarding caregj\antivities and support group
attendance (see Appendix A). TAdolescent Coping Orientation for Problem

ExperiencegA-COPE) (Patterson & McCubbin, 1987) was usedsteas the coping
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strategies that adolescents use. This 54 itemiquesire is comprised of 12 subscales;
items in each subscale are summed to obtain thre fmothe subscale (see Appendix A).
TheFamily Assessment Devi@eAD)(Neabel et al. 2000) assesses family functigran
six dimensions; a general functioning scale usieqs that are not included in the six
dimension subscales is also included. Cut-off sctwehealthy family functioning are
provided making the determination of what constisus healthy family less subjective
(see Appendix A). Children’s self-concept was assesising th€iers-Harris

Children’s Self-Concept Scale(Riers & Herzberg, 2002). This measure has beet us
reliably with siblings of children with autism ather disabilities. A higher score
indicates a higher self concept (see Appendix &ydl of satisfaction with the sibling
relationship was measured using 8aisfaction with the Sibling Relationship Scale
(McHale & Gamble, 1989). The original measure us&dpoint Likert scale which has
been modified the scale to a 5 point scale in sylp=at studies. For the purposes of this
study, the 9 point scale was used. Scores for #asare are summed across dimensions
with higher scores indicating more satisfactionhwiite sibling relationship (Appendix

A). Qualitative questions were included to helpmf interpretation of the quantitative
data. The qualitative questions included inquigakeut the challenges and positive
experiences adolescents have had with their silitigautism, how they handled the
challenges, how the challenges or positive expeegmade them feel about their sibling
with autism, and how those challenges or positigedences influenced themselves,

their family, and their friends (see Appendix A).
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Subject Recruitment.

Approval for this study was obtained from the Ingtonal Review Board of the
University of Michigan (IRB Health) and Western Migan University. The adolescents
were recruited via the Interactive Autism NetwolkN) community website with the
assistance of their research coordinator who rahdsemt cover emails to families who
had adolescents that met the study inclusion @itdr age 11-20 years; have a sibling
with autism as diagnosed on the autism spectruorais; have sufficient command of
the English language to respond to the survey (lEating and writing); and have access
to a computer with internet access. Adolescents vatba history of developmental or
language delays were excluded from the study (§geiAdix B).

The online survey collection site, Survey Monkegswised to collect data. Using
computerized data collection has several advant@aggspencil and paper questionnaires
or face-to-face interviews including: avoidancelata entry errors; conditional
branching embedded in the program; fewer incompbsponses; increased sense of
confidentiality as there is no paper trail; andamted reporting of sensitive behaviors
minimizing socially desirable responses (MangunkusuMoorman, Van Den Berg-de
Ruiter, Van Der Lei, De Koning, & Raat, 200&¢reecken & Maes, 2008Yebb, Zimet,
Fortenberry, & Blythe, 1999). Research suggestisatialescents are enthusiastic about
using computerized questionnaires and rate the atariped interface highly
(Mangunkusumo, et al; Vereecken & Maes; Webb etral) the stated reasons, this

method of data collection should appeal to theest@nt as well as facilitate the
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achievement of the sample size as geographic distamot a barrier and subjects from

different geographic locations can easily accesstady instruments.

Data Collection Procedures.

Data were collected using Survey Monkey; all studyruments were loaded into
Survey Monkey for ease of survey administratiomeRaconsent (see Appendix C) and
adolescent assent (if 11-17 years old) (see Appebdand adolescent consent (if 18-20
years old (see Appendix C) were obtained prioratadollection. The IAN information
for parents included a description of the studg,phrpose of the study, eligibility
criteria, risks, benefits, and study participaigbts. After parents read the informed
consent and agreed to allow their adolescent tiicpzate, they were linked to the assent
form for the adolescent to complete prior to begigrthe survey. The adolescents also
read an informed assent form prior to participatmthe study. They, too, had a
description of the study, purpose of the studgileiity criteria, risks, benefits, and study
participant rights. Submission of the measuresigdptonsent/assent from the
adolescent. Subjects completed the measures amauter in a location that was
comfortable for them as well as at a convenienétiBackground information was
collected for descriptive statistics and to heljpiim the interpretation of the analysis of
the data. Completion of the measures took appraei;nd0-45 minutes. If needed,
subjects could pause the survey at any time toddkeak. A $10 Amazon gift card was

given as an incentive for completion. The partinigavere asked to provide their email
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address in order to receive the incentive. A reseassistant (RA) who had access to
only the email addresses sent out the gift card. A did not have access to the data nor
did the researcher view the email addresses gidhecipants.

Survey Monkey guarantees anonymity and the datatared on a password
protected computer thus ensuring confidentialitytfh® adolescent completing the
survey. There will be no way for the researchdimiothe parent or the adolescent’s
identity to the adolescent’s responses. Followimigection and analysis of the data, the
data were stored on a computer disc in a lockedelran the principal investigator’s
office.

The information in the following chapters will fber explain the specific
procedures, instruments and data analyses thatoeerpleted to examine the specific

aims of this study.
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Chapter 1
Coping with a Sibling with Autism

The prevalence of autism is increasing at a regiiel This increase creates a
burden not only on the healthcare system but alsamilies who are living with a child
with autism. The literature on coping when thera &hild with autism in the family is
limited. Even less research has examined coping lating a sibling with autism from
the adolescent perspective. Many of the studiddidnze examined coping with school
age children and adolescents rely on parent proxghtaining the information. Parents
are not always the best source for describing whiddren are feeling. Many children try
to shield their parents from the struggles theyranang knowing that their parents have
worries of their own regarding the child with aabdity (Gallo & Szychlinski, 2003;
Guite, Lobato, Kao, & Plante, 2004; Hamama et @@ Hayes, 1997; Sharpe &
Rossiter, 2002). This study examined the copirgfegjies that adolescents use and
whether males and females use different copindesfies. Further, it was hypothesized
that older adolescents use more coping stratelgggsytounger adolescents.

The Resiliency Model of Stress, Adjustment, amldpgtation (McCubbin, 1993)
guided this research. This model has guided stuvedving families of children with

autism (Dyches, 2004; King, et al. 2006), sibliofishildren with disabilities (Cox, et al.
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2003), families of children with congenital heaidehse (Tak & McCubbin, 2002),
adolescents with end stage renal disease ( Snethah,2004), and adolescents in
general (Patterson & McCubbin, 1987). The resifjemodel of family stress, coping,
and adaptation is consistent with the values amdsga nursing and provides a

framework to examine the family's stress, copimgl, level of adjustment.

Review of Literature

Development of coping.

Coping strategies are generally believed to developg childhood and become
more sophisticated as the child matures. Howevldren’s coping strategies are not
well understood or studied from a developmentaspective (Glasberg, 2000; Hamama,
Ronen, and Feigin, 2000; Lerner & Benson, 2003;nR¥489). There are several reasons
for the difficulty in studying the development adping. First, there is no clearly
identified theory for examining coping in childrenadolescents making it difficult to
effectively use the theories from a developmentaspective (Ryan, 1989). Second, the
majority of the studies that examine coping anddebin have not focused specifically on
the development of coping strategies. Third, mbshis literature refers to the stress and
coping model and applies it to the child who hakésabled sibling without taking into
account the child's developmental level (Houtzaged. 2004).

As children mature cognitively and emotionally theeg better able to problem solve

and channel their emotions. Accordingly, the cogtrigtegies that children use are
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dependent on age and developmental level, as Sletiner and Zimmer-Gembeck
(2007) reviewed studies that examined age diffeggimc changes in coping responses to
stress. Transition periods for coping were ideadifincluding: late childhood to early
adolescence (10-12); early and middle adolescerzd§); and middle and late
adolescence (16-22). Between the ages of 5-7 diitly@ars, the most rapid
development of coping occurred. During the younggars, coping is carried out by

using direct action and enlisting the help of athes needed. This trend of seeking help
from others continues as children move into adelese.

As children reach middle childhood and their cogeidevelopment progresses, they
are able to use more sophisticated techniquesofing such as distraction, delay, and
problem solving, either independently or with thedgnce from others. By adolescence,
children’s cognitive development should be in fdroperations enabling adolescents to
more effectively problem solve and to regulatertiseping responses and anticipate
future implications of decisions. Adolescents dse able to determine which adults will
be best able to help them in a given situationr(&éa & Zimmer-Gembeck, 2007).

Coping is also shaped by social relationships amdexts. Children’s coping abilities
develop in part by socialization and exposure st who provide models of coping.
Parents are also instrumental in role modeling lotistructive and non constructive
strategies for coping (Skinner & Zimmer-Gembeck)2®immer-Gembeck & Locke,
2007). According to Ryan (1989) "both adaptive araladaptive coping strategies are

learned behaviors and can be acquired, changedipunated” (p. 111). Further, parents



36

and other social supports may either be stressersdelves or may strive to buffer
children from repeated stressors. Research is deged=amine how children's coping
strategies shape their social relationships, asasehe impact that those coping

strategies have on their development into adulti{Qdarke, 2006).

Coping with autism and chronic illness.

Coping is a complex phenomenon that is not fullgemstood for the families of
autistic children. Although a plethora of literaguexamines parental coping in a variety
of pediatric populations, information specific toldhood autism is limited. Much of the
research relies on the definition of coping sethfiny Lazarus and Folkman (1984) who
defined coping as the “constantly changing cogeitimd behavioral efforts to manage
specific external and or internal demands thabppraised as taxing or exceeding the
resources of the person” (p. 141).

Gray (1998) examined parental coping and autismgusin ethnographic
approach with 33 parents whose children attendexiisem center in Australia. Coping
strategies that were used by the parents in thdyshcluded: reliance on services
provided by agencies (autism center, special sshoslipport of family members;
religion (which gave a sense of meaning and purpm#ige event of having a child with a
disability); engaging in individually based stragsgthat either allowed them respite from
their child’s condition or afforded them a sensenafstery and/or self worth; and limiting

social activities that put the family in an uncomtédle position. With the exception of
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this ethnographic study, the literature on copimgtsgies of parents with autistic
children is limited. There are, however, severadiss that examine parental coping
among children with other chronic disabilities sashcongenital heart disease (Tak &
McCubbin, 2002), Down Syndrome (Lam & MackenzieQ2)) cystic fibrosis
(Hodgkinson & Lester, 2002), asthma (Brazil & Kreeg002) and attention deficit
hyperactivity disorder (ADHD) (Podolski & Nigg, 200

Parents are not the only family members affectelivnyg with a child with
autism. The studies that examine the coping stiegeyf siblings of children with autism
are limited. As with the review of literature onreats, it was necessary to review
literature on siblings of children with disabilisi@r chronic illness in general. Most of the
research has focused on the stressors faced mgsitf children with disabilities with
only a few studies examining the coping stratethasthese siblings employ. Cox et al.
(2003) examined coping strategies used by 46 giblof children with disabilities. Four
general categories of coping strategies were ifiettiproactive responses which
included problem solving and/or physical actioneractive responses which included
seeking social support to manage the stressfidtity internally reactive responses
which included expressing feelings of emotion agaging in a cognitive response; and
non-active responses in which the siblings didderhonstrate a physical or emotional
response or denied a stressful situation.

Ryan (1989) studied the coping strategies of 108alcage children and found

they used both cognitive and behavioral effortsdpe with stress. Ryan identified five



38

categories of coping: social support (asking fdp halking with a parent); avoidant
activities (trying to forget about the stress, igng it, doing something else); emotional
behaviors (crying, getting mad); distracting bebavi(watching television, listening to
music, cleaning room); and cognitive behaviorsr{piag what to do, thinking

positively). Seltzer et al. (2004) contend thaeegsh focused on the identification of
differences in coping among children with autisnd ather comparison groups does not
provide a much needed explanation for those difiegs. The purpose of the exploratory,
correlational study reported here was to examieectiping strategies used by adolescent
siblings of children with autism. The research dges addressed include: What coping
strategies do adolescents who have a sibling witiisra use as assessed by the
Adolescent Coping Orientation for Problem Experan(A-COPE)? Do adolescent
males use different coping strategies than adait$emales when have a sibling with
autism when measured using A-COPE? It was hypatbeéshat younger adolescents

will use fewer coping strategies compared to oltkrlescents as measured by A-COPE.

Methods

Design and Sample.

An exploratory, correlational design using a cangace sample of 97
adolescents who are siblings of children with amitigas recruited to examine the
specific aims of the study. The study was desigodthve a power of at least 80% with

an alpha of .05 to detect a moderate (.30) coroglats described by Polit (1996).
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Inclusion criteria included: age 11-20; have aistlvith autism as diagnosed on the
autism spectrum disorder; have sufficient commértl@English language (both
reading and writing) to respond to the survey; bade access to a computer with
internet access. Adolescents were excluded if tlaglya history of developmental or

language delay.

Measures.

The instruments used in the study were selecteth&r ability to be used in the
adolescent population. The selected measures lereused in the adolescent
population making it possible to obtain informatairectly from the adolescents rather
than relying on parent proxy. In addition, thesgrnmments are consistent with the
concepts in the Resiliency Model of Stress, Adjusitnand Adaptation, the framework

that guided this research.

Background data.

A background survey instrument was developed tlecbtlemographic
information from the adolescent. The backgroundeyinstrument also collected data
regarding the age of sibling with autism, gendesibling with autism, presence of other

siblings in the family, and support group attendasee Appendix A).
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Qualitative data.

Qualitative data were collected to help informenpretation of the quantitative
data analysis. The adolescent was asked open egnéstions on the survey. They were
asked to describe challenges and positive thirgistiiey have encountered relating to
their sibling with autism. For each of the challea@nd positive items identified the
adolescent was asked to describe the influenchemdelves, their family, and friends.
In addition, they were asked how they handled tialenges that were faced and how
the described item made them feel about theirrgjbkith autism. There were 85

respondents for each of the qualitative survey tjes (see Appendix A).

Adolescent Coping.

TheAdolescent Coping Orientation for Problem Experes{@&-COPE) (Patterson
& McCubbin, 1987) assesses coping strategies ugaddiescents 12-18 years of age
A-COPE focuses on the developmental needs of thiescknts in the areas of identity
formation and independence from parents (Ryan-Weid§94). While these are
important developmental tasks for all adolescehtsy may be even more important for
adolescents who are trying to cope with a siblirttp & diagnosis of autism. The focus
on the family and the stress that they encount@mwiving with a child with autism, the
use of the measure in well and ill adolescentsyaedkas the strong theoretical

background for a family centered approach makesitistrument appropriate for use in a



41

study examining the coping strategies used by adetds who have a sibling with
autism.

The A-COPE questionnaire includes 54 questionsra@quires approximately 10
minutes for the adolescent to complete. The adetdss asked “When you are faced
with difficulties or feel tense how often do you..The responses are based on a 5 point
Likert scale (1 = Never, 2 = Hardly, 3 = Sometimés, Often, and 5 = Most of the time).
Twelve subscales are obtained and are labelediaterg feelings (expression of
frustration such as yelling), seeking diversiorffofés to keep busy to escape the stress),
developing self-reliance and optimism (effortsdke charge of the situation), developing
social support (efforts to stay emotionally conedgt solving family problems (working
out issues with family members), avoiding familplplems (communicating feelings to
family and following family rules), seeking spirgtusupport (praying or going to church),
investing in close friends (seeking closeness amtistanding from peers), seeking
professional support (getting professional advioenfcounselor or teacher), engaging in
demanding activities (becoming involved in challeggactivities to excel at something),
being humorous (making light of the situation), aeldxing (reducing tension through
such activities as listening to music). Cronbagcifsha reported in the literature ranged
from .50 (seeking professional support) to .76€sting in close friends) (Patterson &
McCubbin, 1987) (see Appendix A).

Summing the scores for each item in the subscaésg score for each of the

subscales. Coping patterns that are used moregndgiwill have higher scores than
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those used less frequently. A total score for th@@PE can be calculated by summing
the participant’s responses for each item. Ninast¢7, 8, 19, 24, 26, 28, 42, 46, and 49)
need to be reverse scored so that all items amghtesl in a positive direction (Snethen,

et al. 2004).

Procedure

Subject Recruitment.

Approval for use of human subjects was obtainethfthe Institutional Review
Board of the University of Michigan (IRBHealth) aMdestern Michigan University.
Adolescents who have siblings with autism wereuiéed via the Interactive Autism

Network (IAN) community web siteafww.ianproject.oryy This web site allows

researchers with proper permission from the Humabjests Internal Review Board and
written verification of status from the school tdidy to post research opportunities for
families of children with autism. The research coator for IAN sent cover emails to
parents of children with autism who are enrolledAN (see Appendix B). Initially, 713
emails regarding the research study were sentnBet@o adolescents completed the
survey during a two month period. When responsmsesl, the IAN research coordinator
was contacted and 300 more emails regarding tleares were sent resulting in ten more
completed surveys. As a sample size of 92 was ddedrave sufficient power, the
survey was sent to 120 people resulting in six ncorapleted surveys. A reminder email

was sent to the final 120 people resulting in mreee completed surveys giving a total
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of 97 participants and meeting the minimum of 9&ipigants. Parents of adolescents 11-
17 needed to give consent (see Appendix C) for domlescent to participate in the
study as well as the adolescent giving their agse® Appendix C) for participation.
Adolescents who were over the age of 18 were abdgve their own consent for
participation in the study (see Appendix C). In tli®rmed consent, parents were
requested to allow their adolescent privacy whilmpleting the questionnaires so that

confidentiality for the adolescent can be maintdine

Data Collection Procedures.

Data collection was completed through the useun¥&/ Monkey. The
instruments were loaded into Survey Monkey for edsgiestion administration. The
IAN information for parents included a descriptiointhe study, the purpose of the study,
eligibility criteria, risks, benefits, and right$ study participants. Parental consent was
needed so that the adolescent could participateeistudy. Once the parent had an
opportunity to review the IAN letter and descriptiof the study, they could connect to
the link for the survey. After reading the informemhsent and agreeing to allow their
adolescent to participate, the parents were linkdge assent form for the adolescent to
complete prior to beginning the survey. The ad@etcalso read an informed assent
form prior to participating in the study. They, foeceived a description of the study,
purpose of the study, eligibility criteria, risksenefits, and rights of being a study

participant. Submission of the measures impliedseatiassent from the adolescent. The
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subjects completed the measures on a computdogaton that was comfortable for
them as well as at a convenient time. Backgroundgaralitative data were collected to
help inform the interpretation of the data. Comiplef the measures took
approximately 30-45 minutes. Subjects could pasestirvey at any time to take a break
if one was needed. A $10 Amazon gift card was gagan incentive for completion of
the survey. The participants were asked to prothde email address and a research
assistant (RA) had access to only the email adelsdsssend out the gift card. The RA
did not have access to the data nor did the raseaveew the email addresses of the
participants.

Survey Monkey guarantees anonymity and the data stered on a password
protected computer thus ensuring confidentialinytfhe adolescent completing the
survey. There was no way for the researcher tothekparent or the adolescent’s identity
to the adolescent’s responses. Following collectio analysis of the data, the data were

stored on a computer disc in a locked drawer irptiecipal investigator’s office.

Data Analysis

The data obtained from Survey Monkey were downldad® SPSS 15.0 for data
analysis. Prior to testing the research hypothasdgjuestions, a descriptive analysis of
the data was completed. The demographic data «faimple were examined. Descriptive
statistics for each A-COPE subscale as well asotia¢ scale were calculated.

Frequencies and measures of central tendency weeraied to determine which coping
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strategies were used most often for adolescentshate a sibling with autism (Brink &
Wood, 1998). An independetitest was conducted to determine whether there was a
difference in the coping strategies used by matkfamale adolescents who have a
sibling with autism. An analysis of variance (ANOY#as conducted to explore the
differences in overall numbers of coping strategiesd and the differences in the types
of coping strategies used by early, middle, anel dalolescent age groups. Bonferroni
post hoc analysis was examined to determine tragitotof the differences in the
adolescent age groups.

A constant comparative analysis was used to andhygzqualitative data. The
gualitative data helped inform the interpretatiéh@ quantitative data analysis. There

were 85 responses for each of the open ended ajuadisurvey questions.

Sample Description.

The sample consisted of 97 adolescents who hai®iag with autism and
whose parent(s) are members of the InteractivesAubletwork (IAN). The adolescents
ranged in age from 11-19 yeaM € 14.3), were primarily Caucasian (n=85, 87.6%}) a
82.5% (n=80) had a brother with autism. This daggpsrts the literature that more males
than females are affected with autism (ASA, 200@ile it is believed that autism
crosses all races, this sample of adolescentspvenarily Caucasian (Rau, 2003).The
sibling with autism ranged in age from 3-18 yeaith\a mean age of 10.8 years. Gender

of the adolescent sibling was not collected oninitel survey making it necessary for a
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colleague to email the participants to determingdge, in addition to updating the survey
with the gender information (n=53). Looking at faeily constellation revealed that
most respondents lived with their mother, fathad aibling with autism (see Appendix

E).

Results

To determine which coping strategies adolescehtsvave siblings with autism
used most often according to A-COPE, descriptiaéstics as well as frequencies,
measures of central tendency, skew, and kurtosis aleained for the 12 subscales:
ventilating feelings, seeking diversions, develgelf-reliance and optimism,
developing social support, solving family probleragoiding family problems, seeking
spiritual support, investing in close friends, seglkprofessional support, engaging in
demanding activities, being humorous, and relaxseg Appendix E). The most
frequently reported coping strategies subscalessaking diversions and included items
such as watching television, playing video gamlegpsng, reading, and being involved
in a hobby. The least frequently reported subseake seeking professional support
which included items such as talking with a teadrazounselor and getting professional

counseling.
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The reliability of the A-COPE scale as well as sidscales was also calculated.
Cronbach’s alpha for the entire scale was .85. kaoh's alpha for the 12 subscales
ranged from .31 (avoiding problems) to .81 (beingibrous). Four of the 12 subscales,
being humorous, seeking spiritual support, sol¥argily problems, and engaging in
demanding activity had > .70 (see Appendix E). Cronbach’s alpha did notease for
any of the subscales if any items were deletedl&\duceptable reliability is generally
.80, for psychological constructs, values < .70 f@ycceptable due to the variation in
the constructs being measured (Kline, 1999 as aité&ikelds).

An independenttest was conducted for each of the A-COPE substale
determine if there were differences in the copingtegies used by males and females in
this sample. As gender was not collected on thalrsurvey, a total of 22 males and 31
females had gender data to use for the analysespdtver with the reduced sample was
.81. Levene’s test for equality of variances waangixed prior to analyzing theest for
each subscale (see Appendix E). Three of the sldssceveloping social support,
investing in close friends, and relaxing, showegaificant difference in coping
strategies used between males and females. Orgayéeanales used the coping strategy
developing social suppomA(= 19.17 SE= .766) more than malebi(= 16.62,SE=
.942). This difference was significanf49) = -2.10p <.05. The data for the subscale
investing in friends also showed that on averagmales invested in close friend8 €
5.90,SE=.413) more than maleb(= 4.71,SE= .317). This difference was significant

(49.83) = -2.282p <.05 when equal variances are not assumed. Takslibscale,
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relaxing, showed on average that femaMs=(13.40,SE= .461) used relaxing more than
males M = 11.82,SE= .534). This difference was also significaf®0) = -4.682p

<.001. The remainder of the subscales and the ibyYef2OPE scale showed no
significant differences in coping strategies usetieen males and females.

A one way analysis of variance (ANOVA) was usedétermine if younger
adolescents use fewer coping strategies compar@deo adolescents. The transition
periods for adolescents were identified by (Skifa@immer-Gembeck, 2007) as late
childhood to early adolescence (10-12 years), ¢angiddle adolescence (12-16 years),
and middle to late adolescence (16-22 years). Aetivas some overlap between early
and middle and middle and late adolescence asedklfip Skinner and Zimmer-
Gembeck, for this study reported here, middle axt@rce was designated as going
through 16 years of age and late adolescence l@dahyears of age. There were 25
participants in the early adolescence group, 56igi@ants in the middle adolescence
group, and 21 patrticipants in the late adolescgnoep (see Appendix E).

The ANOVA revealed significant differences betwegye groups for five of the
A-COPE subscales including developing social supgoiving family problems,
avoiding problems, being humorous, and relaxingyasas for the total A-COPE scale.
The Bonferroni post hoc comparison was signifidanthe five subscales and the A-
COPE total scale. Developing social support wasifsogint with early adolescent
participants using this strategy more frequentantiniddle adolescenéd2, 80) = 3.64,

p = .05. Solving family problems also revealed angigant difference with early
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adolescence using this coping strategy more fretyudgran middle adolescenég2, 80)
= 3.17,p < .05. The Bonferonni post hoc test also revealsnificant difference on the
avoiding problems subscale. This difference wasiagant F(2, 80) = 5.06p <.05
between early adolescence and middle adolesceddeetween early adolescence and
late adolescence. Being humorous was also signtfie@, 80) = 4.69p <.05 between
middle and late adolescence age groups with teealdlescence group using humor
more often. The subscale relaxing was signifi¢g@t 80) = 6.31p <.05 between the
late adolescence group and both the early adoles@srd middle adolescence age
groups with the late adolescence group using megaxiore than the younger adolescence
groups. Finally the entire A-COPE scale was exathine differences among the
adolescent age groups. Bonferroni post hoc congeasirevealed that there were
significant differences in the number of copingstgies use# (2, 80) = 4.61p < .05,
between the middle adolescence group and earlgsctce and late adolescence groups
with the early adolescence group using more cogiregegies than the other two groups.
The hypothesis that younger adolescents wouldawerfcoping strategies was not
supported.

The qualitative results are included in the dismrssection to enhance the
interpretation of the quantitative results. Eightye adolescents responded to the

gualitative open ended survey questions that weked



50

Discussion

The results of this study facilitate understandihgoping strategies adolescents
are using in response to having a sibling withsamtilt was important to identify what
the adolescents themselves were thinking and fpedither than relying on parent proxy
information as many studies have reported thatrpsaigre not always aware of the
siblings' feelings (Gallo et al. 199Gallo & Szychlinski, 2003; Guite, Lobato, Kao, &
Plante, 2004; Hamama et al. 2000; Hayes, 1997 pSh&amRossiter, 2002). The coping
strategies that adolescents used were identifiagsbyf the A-COPE instrument as well
as qualitative data on how they handled the chgélerf having a sibling with autism.

The most common coping strategy used by adolesoettiss sample was seeking
diversion. Items in this subscale included watcheigvision, playing video games,
sleeping, reading, and being involved in a hobhyal@ative data were collected to help
inform interpretation of the quantitative data. Tgaticipants were asked to tell about
any problems they had growing up with a siblingwatitism and how they handled those
problems. Using a constant comparative analysigrsiion, consistent with the
guantitative data, was one of the themes that esdergpgarding how adolescents handled
a problem. The respondents reported performingities included in the seeking
diversion subscale including reading, working droaby, playing on the computer, or
watching television. These coping strategies diifem the strategies found by Cox et al.
(2003) in a qualitative study of 46 6-18 year dlalisgs of children with disabilities. Cox

et al. described siblings more frequently usingaptive responses in a category of
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problem solving or physical action in response strassor including such things as “deal
with it” and “go to my room until | cool down” (pt04). The qualitative data from the
current study had similarities to Cox’s data wittoidance or ignoring sibling or
behavior being reported by the respondents asrtgethem handling the challenges of
having a sibling with autism.

Within this population of adolescents, the copingchranism used least often
according to A-COPE was seeking professional suppoluding talking with a teacher
or counselor and getting professional counselingnR1989) developed a taxonomy of
coping strategies used by school age children bassedstudy with 103 children aged 8-
12 years old. Consistent with the adolescent pajpulan this study, no mention was
made of talking with a teacher or getting profesalaounseling. This could be due in
part to the definition of a coping strategy beingnething that you do when you feel
“bad, nervous, or worried” (Ryan, 1989, p. 113)ldds a school aged child was already
in counseling, using this as a strategy for whatséke normal trials in life might not
have occurred to this younger age group. Whilect&as not a direct question regarding
the use of support groups on the A-COPE, the aisabythe background information
regarding support group attendance indicates #tlkdhg with others is not a coping
strategy used by many of the adolescents in theerustudy. The data revealed that 65%
(n=63) of the adolescents did not know if there wasipport group for siblings of

children with autism in their area and 75% (n=78Jl Inever attended a support group. Of
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the seven adolescents who said they do attend duppap meetings, two adolescents
attend less than once per month and one attentiettd per month.

Qualitative data from this study as well as fronx@oal. (2003) and Ryan (1989)
revealed that while the adolescents are not talitiy) teachers or counselors, they are
talking with parents about their concerns, with saeporting receiving help and support,
while others felt talking with parents did not hetpuch. One 13 year old in the current
study reported,

“l told my parents my feelings and they apologizaed explained why they had

to pay more attention to him [sibling with autisarjd promised to pay more

attention to me. | am now mature enough to undedstehy they had to pay more
attention to him and | don’t mind at all anymore.”
Another 17 year old stated, “I talked with my pdseabout the difficulties, they helped
me understand and suggested ideas to help.” Natalescents felt as supported when
talking with their parents. One 14 year old repdrteusually try to talk to my mom but
she is overprotective of him [sibling with autiseg she gets upset when | tell her
anything bad about him.”

The reliability of the A-COPE subscales was disapiing, although not totally
unexpected. Previous research using this instrutrehtnternal reliability reported in
many different populations including non Hispanliadix and white junior and senior
high school students (.60 for 5 of 12 subscaleb nat other data reported), adolescents

with psychiatric disorders (.60 - .75), cystic bbis (.50 - .76), and end stage renal
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disease (.44 - .81) (Finkelstein, Kubzansky, Caaitn& Goodman, 2007; Recklitis &
Noam, 1999; Snethen et al., 2004). The subscakengediversion, which was the
subscale used most frequently, had one of the longkabilities ¢ = .40). While
acceptable reliability is generally .80, for psyidgical constructs, values < .70 may be
acceptable due to the variation in the construetsgomeasured (Kline, 1999 as cited in
Fields). The development of A-COPE was initiatecen80 18, 11", and 13' graders
participated in a structured interview to identfyping behaviors that were used when
they faced hardships. This led to the identificatid 95 coping behaviors. Next, 4671
and 12 graders completed the 95 item questionnaire teraete the factor structure
(Patterson & McCubbin, 1987). While the instrumenat designed for adolescents, 61%
of the sample in the current study was younger fitirgrade which could have
influenced their knowledge, experience, and undatihg of some of the items included
in the instrument.

When examining gender differences in coping sinatese, the adolescent
females in this study used the coping strategiesdan the subscales developing social
support, investing in close friends, and relaxinyenoften than males. Items in the social
support subscale included crying, helping othehgesproblems, keeping or making new
friends, and talking with friends about feelingdelqualitative data revealed that
adolescent females used crying as a coping strafagy 14 year old female reported that
she goes into her room and “...listens to music bogahe computer until | calm down.

Other times | just lay on my bed and cry wondefiiat | did to deserve having a
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brother with autism.” The influence on friends wleesibling has autism provided mixed
results qualitatively. Keeping or making new friend the developing social support
subscale and investing in close friends are cldgated in the qualitative data.
Approximately half of the adolescents respondinthte question indicated that having a
sibling with autism did not impact their friendskipr that their friends were
understanding, accepting, and supportive. On therdtand, many adolescents stated
their friends did not know they had a sibling watilitism. One 14 year old female stated
that her friends “...know just about nothing [about sibling having autism], mostly
because | do not talk to or see anyone except mihfamow.” An 18 year old female
responded by saying “My brother acted as kind fifexr when it came to my friends.
Friends that couldn’t handle or didn’t want to hkenehy brother’s autism didn’t stick
around very long. My two best friends embrace him...”

Relaxing is the final subscale that demonstratst@stically significant
difference between males and females. The relasubgcale consists of listening to
music, eating food, riding around in the car, aagditeaming about how you would like
things to be. Listening to music was cited in thalgative data as a coping strategy that
was used as were cooking and eating. The schodtalgieen in Cox et al.'s (2003) study
also identified some relaxation activities suchilesp breathing, staying calm, and
resting. Although these relaxation activities aftetent than those asked about in A-
COPE, educating adolescents about relaxation tqahsaicould help all adolescents cope

with any stressful situation, not just having diatpwith autism.



55

The hypothesis that younger adolescents wouldewerfcoping strategies was
not supported in this sample. Skinner and Zimmemkexk (2007) reported that coping
is complex and that reviewing various coping sgee is difficult as instruments that
measure coping mix “families” of coping strategi@s.a result of mixing “families” of
coping strategies, a problem solving approach minstrument may not measure the
same items in another instrument making it dificalcompare data on development of
coping strategies across study populations. SkianérZimmer-Gembeck identified
three significant transition periods in age forladoent coping (10 — 12, 12-16, and 16-
22 years). The ages of the adolescents in the sangyk broken down into these age
categories with the belief that older adolescergald/use a more varied repertoire of
coping strategies than younger adolescents. Inyetle youngest age group used more
coping strategies followed by the oldest age grdinss may be due in part to the fact
that many siblings of children with disabilitiekéon more adult roles at much younger
ages (Cox et al., 2003; Morgan, 1988). The qualgadata supports these findings. One
adolescent reported that having a sibling withsmti...taught me independence because
when my mom had to take my brother to therapy |ld/dne able to be in the house alone
and cook my own meals.” Another adolescent repdtiatl“l have learned to do a lot of
things like cooking and cleaning.” When examinihg tifferences among adolescent
age groups in this sample, one possibility is thatyounger adolescents are trying a
variety of coping strategies in an attempt to fstichitegies that work best for them. The

middle adolescents used fewer coping strategiésegamay have been able to refine the
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strategies that work for them. The late adolesgemip, who are more mature and have
greater cognitive development, may be able to tfereht coping strategies for different
situations increasing the number of coping stratethat they use.

The various subscales in A-COPE also were exanforeae related differences.
Skinner and Zimmer-Gembeck (2007) reported thatraddlolescents use more problem
solving approaches than younger adolescents. Atiagwas not found in the current
sample in which the youngest adolescents used proldem solving approaches. This
finding could be due in part to the items in thivisg problem subscale which included
some social support items such as talking with etather, or siblings which younger
adolescents are more likely to do whereas oldeleadents spend more time on average
with peers. Skinner and Zimmer-Gembeck also fotmatl\when problem solving
approaches were decreased in the older age gringpsems in the scale included social
support seeking behaviors such as talking withrgarer siblings meaning that in scales
called problem solving there were social supperndg. The older adolescents were more
likely to be optimistic about having a sibling wilntism and more self reliant, future
directed and independent in thinking through siturest. Findings from previous research
have found that as cognitive development matudsieacents are able to use more
sophisticated coping strategies (Cox et al. 20@8yrfer & Zimmer-Gembeck). Older
adolescents also used relaxation, investing imdise humor, and seeking diversion more
frequently than the younger adolescent age grodmpsws consistent with their ability to

take a ride in the car, go to a friend’s houseyedtd the movies, and have a perspective
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on things that they can make light of a situatidounger adolescents developed more
social support than those in middle adolescenaeoliid seem that developing social
support would include items such as spending tintle fiiends and family. The social
support subscale includes these items, but al$edes crying, saying nice things to
people, and apologizing. These emotion focusedsitara less likely to be used by older
adolescents because as their cognitive developmeetises, they are better able to use
cognitive strategies instead of emotion focuseatatyies (Skinner & Zimmer-Gembeck).
There are some limitations to this study. One ltiain includes those related to
sample gender data. Gender data were availabpfooximately 50% of the sample.
Therefore, results on differences in coping stnatege by gender should be interpreted
with caution. Cox et al. (2003) found that idemtificoping themes were not different for
age or gender, while Ryan (1989) found gender mdiffees in the coping strategies in a
study of school age children. Another limitationsabe numbers of participants in each
of the age categories for adolescence. As there fear data on how many adolescents
had siblings with autism, the age categories fdyemiddle, and late adolescence were
not specifically recruited resulting in two timesraany adolescents in the middle
adolescent group than either the early or lateemteint groups. Future research could
include a specific strategy to recruit equal numslzéradolescents in all age groups to
examine if that would influence the frequency withich the coping strategies were
used. A third limitation is that this was a conwrge sample of adolescents who have

parents that belong to the IAN which could mean they receive support and advice on
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interacting with siblings from other families whave children with autism and have
assisted their adolescents to use a variety ohgogirategies.

Another limitation is the low reliability of the &OPE subscales. A larger
sample would have enabled the researcher to dat@ fanalysis to examine if the factor
structure should be adjusted. To do an accuraterfanalysis, approximately 540
subjects would need to be recruited to have anratestimate of the factor structuke.
future research project could examine a larger |adiom of adolescents to re-examine
the factor structure and subscale reliability.

This study contributes to an increased understgnafithe coping strategies used
by adolescents who have a sibling with autism. Bikgorking with families who have
children with autism need to be cognizant of thpawt of autism on all family members
including the adolescent sibling. Asking specifieegtions about the challenges that the
adolescent is facing with their sibling with autismd how they are handling that
challenge could begin a dialogue that would noy shled light on the coping strategies
that the adolescent is using but could also baréirgg point for interventions to help
adolescents develop coping strategies that may morle effectively. Communicating
with families together may help the adolescents@ardnts understand what each is
feeling. This understanding can improve communicaéind strengthen family
relationships. In addition, resources for eitheefto-face or online support groups
should be provided. This resource may be espediallyful for adolescents who identify

that they do not interact with friends due to tlsiling with autism. This resource could
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also serve as a source of support for adolescdriadeel they are not getting the
attention from parents that their sibling with auatiis receiving. Sharing with others and
realizing that others are having the same feelmgg not only help with the isolation
some of these adolescents feel but may also cotimeetlolescent to new friends, either
through face-to-face contact or through social ogtimg sites, who can understand what

they are experiencing.

Conclusions

Adolescents use a variety of coping strategietetd with the challenges of
having a sibling with autism. Seeking diversion wlas most frequently used strategy
while seeking professional support from teachersoonselors was the least often used
strategy. Females used the coping strategies demglsocial support, investing in close
friends, and relaxing more often than male coumiesp The hypothesis that older
adolescents would use more coping strategies thamger adolescents was not
supported. This could be due to adolescents whiimgs with autism having to grow up
faster so they have a greater repertoire of coglirajegies at a younger age. When
examining the differences among adolescent agepgriouthis sample, one possibility is
that the younger adolescents are trying a varietpping strategies in an attempt to find
strategies that work best for them. The middle eslténts used fewer coping strategies as
they may have been able to refine the strategadsatbrk for them. The late adolescent

group, who are more mature and have greater cogridgvelopment, may be able to use
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different coping strategies for different situasancreasing the number of coping
strategies that they use. Future research will @x@amore closely the qualitative data in
relation to the challenges that adolescents whe hasibling with autism face and the
strategies that they use to cope with those clhgdlenn addition, the qualitative data will
be analyzed examining age and gender to see i$hi@ds light on developmental levels

of coping that were not captured in the A-COPErumsent.
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Chapter 2

Adolescent Perception of Family Functioning

Family functioning is an important concept to calesiin examining siblings in
families with a child with a chronic iliness or ahition. Family functioning encompasses
the ways that family members interact with andteeta each other including the pursuit
of goals, activities the family engages in togetla@d acceptance of family routines
(Preechawong et al. 2007). The quality of the fgmelationship is paramount to the
development of all children in a family (Leonar@®91). When a family is functioning
well, it has been found that family members ars lig®ly to develop psychological
problems, are cohesive in their actions, are ab&lapt to stressors, and have clear and
explicit family rules and boundaries (Petrocella€t2003).

Few studies address family functioning when there c¢hild with autism in the
family. In addition, studies that examine family@tioning do so mainly from the
parents’ perspective (Gallo & Szychlinski, 2003heTpurpose of this exploratory,
correlational study was to examine the perceptadribeir family functioning among
adolescents with a sibling with autism. The redeaeestions included: How do
adolescents who have a sibling with autism perceigetheir family is functioning as
measured by the Family Assessment Device (FAD)pé&oeptions of family function

differ by age and gender when measured with the FAD
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The Resiliency Model of Family Stress, Adjustmant Adaptation (McCubbin,
1993) was the framework that guided this reseanattys The resiliency model of family
stress, adjustment and adaptation has been ingestign relation to families who have
children with chronic disabilities (Cox, et al. Z)Dyches et al. 2004; King et al. 2006;
Snethen et al. 2004; Tak & McCubbin, 2002). In thizdel, coping is seen as a process
that families engage in to respond to excessiveanielsy depleted resources, increased
tensions, and to change the meaning of a situétl@Cubbin, 1993; Tak & McCubbin).
Inherent in this process is the dynamic that strsssuch as having a child with autism,
requires that families make systemic changes tome$unctional stability and improve
family satisfaction. For the study reported hene, tesiliency model was specified to
include the coping strategies that adolescentsvhe®a having a sibling with autism to
examine how these coping strategies influence dibéeacent perception of family
functioning. The resiliency model includes the rgses that the individual or family
bring to the situation. For an adolescent withidirsg with autism, one resource that the
adolescent possesses is self-concept. Finallymdaning that one attaches to the stressor
needs to be examined. For this study, examining $atigfied the adolescent is with the
sibling relationship will be explored as it relateghe coping strategies that are used and
the adolescent perception of family functioningeoal of the resiliency model is to
facilitate family adaption which will be operatidizeed in this study as the adolescent’s

perception of healthy family functioning (see ApdenD).
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Review of Literature

All families face the task of trying to have heglfamily functioning. Family
functioning is defined as the way that family memslbelate to each other and work
together to accomplish critical tasks (Preechawehg]. 2007). Family functioning
includes adjustment, adaptation, and cohesion. sualjent occurs when families are able
to balance the stressor with coping strategiespanilem solving to reduce family
vulnerability and improve family functioning. Adaion results when families are able
to make adjustments in their coping and problemisglstrategies to lessen the burden
of the demands that are placed on the family. Aatapt also takes into account the
resources that individual and family members pasassvell as the meaning that the
stressor has for individual family members in addito the family as a whole (Dyches,
et al. 2004). Family cohesion includes the closgresl involvement that family
members have with one another (Houtzager, et 84)20

Family functioning is an important concept to calesj especially of parents and
siblings in families with a child with a chronidrniess. A number of studies have
examined family functioning within the context dfilciren with disabilities. Dyches et al.
(2004) recommend that families with a child withisen should be studied separately
from families with children with other chronic dishties as the issues of diagnosis,
behavior challenges, and stigma are different. eger et al. (2004) studied children 7-
19 years of age who had a sibling with cancer apdnted that a family systems

approach when exploring the influence of havingodirgy with an iliness is important as
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changes in one family member influences other famgmbers. If the family is cohesive
and is able to adapt to the stressors of havinly énild, then the siblings have been
found to have fewer adjustment problems. On therdtAnd, more adjustment problems
are found in families that have poor interpersamdhmily relations. Families that had a
family structure that provided stability were méwaanced and had healthier family
functioning (Houtzager et al. 2004).

Roelofse and Middleton (1985) outline six dimensiohfamily functioning that
should be explored. The first dimension is struetiiamilies need to have clear
boundaries that are permeable with a parent sudrayttat works together. The second
dimension, affect, necessitates a range of affecagponses. The third dimension is
direct communication that is understood by all merabFourth, behavior control is
when a family makes decisions in a democratic mariie fifth dimension, value
transmission, is the way the values and moralpaseed on in the family. Finally, the
sixth dimension, external systems examines relshi@s with systems outside the family
unit. This dimension, coupled with structure, nsteses that the family system has
permeable boundaries. It is important to examiesdhdimensions to determine areas
that are strengths and weaknesses for familielsatartterventions can be tailored to
improve family functioning.

The literature on family functioning related tolgilgs of children with autism is
limited. Research examining family functioning amdism typically reflects the parent’s

perspective. Hutton and Caron (2005) explored ®ittparents their experiences of
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having children with autism. One question askethefparents was the affect on the
siblings of the child with autism. Parents repottieat the sibling of the child with autism
felt jealousy and resentment toward their siblfiegling that their siblings received more
attention than they did. Parents also stated thbihgs were sad for and fearful of their
sibling with autism. Normal family outings wereestsful and impromptu activities did
not occur as much planning had to take place gahkachild with autism did not have
outbursts or was the recipient of stigma from ather

There are many studies that address family funictgoim families who have
children with chronic illnesses yet most of thesgles examine family functioning from
the parent perspective. As there is little knowawtbamily functioning in families who
have children with autism and even less is knowsuatamily functioning from the
adolescent perspective, this research study wallige a better understanding about the

experiences of living in a family with autism fraime adolescent perspective.

Methods

Design and Sample.

An exploratory, correlational design was used fidg study. A convenience
sample of 9&dolescents who are siblings of children with amitvgas recruited to
achieve the specific aims of the study. The studg designed to have a power of at least
80% with an alpha of .05 to detect a moderate (8@klation as described by Polit

(1996). Inclusion criteria included: age 11-20 wgedwave a sibling with autism as
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diagnosed on the autism spectrum disorder; havieisut command of the English
language (both reading and writing) to respondhéodurvey; and have access to a
computer with internet access. Adolescents werkudgd if they had a history of

developmental or language delay.

Measures.

The measures used in the study were selectetdorability to operationalize the
central concepts for the study and to be usedti@ladolescent population. The selected
measures have been used with the adolescent populadking it possible to obtain
information directly from the adolescents rathenthelying on parent proxy. In addition,
A-COPE is an instrument based on the conceptsiiRésiliency Model of Stress,

Adjustment, and Adaptation, the framework that gdithis research.

Background data.

A background survey instrument was developed tlecbtlemographic
information from the adolescent. The backgroundeyinstrument also collected data
regarding the age of sibling with autism, gendesibling with autism, presence of other
siblings in the family, and support group attendaite background information was
loaded into the Survey Monkey database along wighother measures to be completed

(see Appendix A).
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Qualitative data.

Qualitative data were collected to help informenpretation of the quantitative
data analysis. The adolescent was asked open egnéstions on the survey. They were
asked to describe challenges and positive thirgistiiey have encountered relating to
their sibling with autism. For each of the challea@nd positive items identified the
adolescent was asked to describe the influenchemdelves, their family, and friends.
In addition, they were asked how they handled tialenges that were faced and how
the described item made them feel about theirrgjbkith autism. There were 85

respondents for each of the qualitative survey tjes (see Appendix A).

Family Functioning.

TheFamily Assessment Devi(feAD) is a 60 item instrument that takes
approximately 15-20 minutes to complete (Neabelh&will-Bourbonnais, & Dunning,
2000). The FAD assesses family functioning on smeshsions: problem solving, which
assesses the ability of the family to resolve motd together; communication, which
examines the effectiveness of the communicatigherfamily; roles, which examines
how family tasks are assigned and if those taske@ampleted; affective responsiveness,
which addresses the ability of the family membersespond to situations with
appropriate emotions; affective involvement, whimbks at the degree of interest that is
shown in other family member’s lives; and behawontrol, which describes the

expectations for behavior. In addition, the instemtnhas a general functioning subscale
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that assesses the overall health of the family.gdmeral functioning subscale is an
independent scale that does not include items franpreviously mentioned subscales
(see Appendix A). Cronbach’s alpha for the subscedage from .72 - .92 (Epstein, et al.
1983; Neabel et al. 2000; Petrocelli et al. 20G8nplin & Goodyer, 2001).

Responses to items in the FAD use a Likert scaeringes from 1 strongly
disagree to 4 strongly agree. A subscale scorkta@red by reverse scoring the
negatively directed items, summing the item scaresthen weighting the scores for
each subscale by dividing the score by the numbiers in the subscale. Scores for
each subscale are averaged with higher scoresatntidess healthy functioning. Cut off
values for healthy and unhealthy families have e=stablished for each subscale and
range from 1.9 (behavior control) to 2.3 (roled)e$e cut off values have acceptable
sensitivity, specificity, and positive predictivalue (Neabel et al. 2000). Tamplin and
Goodyer (2001) examined 253 adolescents at riskdfpchopathology. In a sample of
families from the United Kingdom, unhealthy famdli@ere identified if their family
mean scores exceeded the established cut offsuomfanore of the subscales. Both
adolescents and their parents completed the FABeiTamplin and Goodyer study.
Adolescents reported their family functioning agndicantly worse than their parents on
all scales except the roles scale. In addition]dher the adolescent's mood and self
esteem, the lower their family functioning scor@eQimitation to the FAD is that the
scores can be distorted due to the subject's mbozhwas not controlled for in the

current study (Tamplin & Goodyer, 2001).
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The feasibility and utility of the FAD is eviderdrfthe adolescent population. The
reading level is at®grade which is an appropriate reading level fartacand
adolescents (Redman, 2001). The instrument hasussehwith a variety of populations
and cultures with consistent reliability. The céftvalues for the subscales help the nurse
to identify areas in which families may need assisé and enabling the nurse to provide

interventions to improve the health of the family.
Procedure

Subject Recruitment.

Approval for use of human subjects was obtainechftioe Institutional Review
Board of the University of Michigan (IRBHealth) aMdestern Michigan University.
Adolescents who have siblings with autism wereuiéed via the Interactive Autism
Network (IAN) community web site (www.ianprojectg)r This web site for parents of
children with autism allows researchers, with prgpermission from the Human
Subjects Internal Review Board and written veriima of status from the school of
study, to post research opportunities for famidieshildren with autism. The research
coordinator for IAN sent cover emails to parentslufdren with autism who are enrolled
in IAN (see Appendix B). Initially, emails were gen 713 families who had adolescents
who met the inclusion criteria. Seventy-two adoéedgs completed the survey during a
two month period. When responses slowed, the |A¢aech coordinator was contacted

and 300 more emails regarding the research wetegesriting in ten more completed
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surveys. As a sample size of 92 was needed todfieient power, the survey was sent
to 120 people resulting in six more completed sysvA reminder email was sent to the
final 120 people resulting in nine more completedseys giving a total of 97
participants. Parents of adolescents 11-17 needgeé consent for their adolescent to
participate in the study (see Appendix C). The asloént also gave their assent for
participation (see Appendix C). Adolescents whoen@rer the age of 18 were able to
give their own consent for participation in thedstisee Appendix C). In the informed
consent, parents were requested to allow theireadeht privacy while completing the

guestionnaires so that confidentiality for the adoknt could be maintained.

Data Collection Procedures.

Data collection was completed through the useun¥&/ Monkey. The
instruments were loaded into Survey Monkey for edssswering the questions. The
IAN information for parents included a descriptiointhe study, the purpose of the study,
eligibility criteria, risks, benefits, and right$ leeing a study participant. Parental consent
was needed so that the adolescent could partidipdte study. Once the parent had an
opportunity to review the IAN letter and descriptiof the study, they could connect to
the link for the survey. After reading the informemhsent and agreeing to allow their
adolescent to participate, the parents were linkdge assent form for the adolescent to
complete prior to beginning the survey. The ad@etcalso read an informed assent

form prior to participating in the study. They, t@eceived a description of the study,
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purpose of the study, eligibility criteria, risksenefits, and rights of being a study
participant that was written at their level of ursetanding. Submission of the measures
implied consent/assent from the adolescent. Thestiscompleted the measures on a
computer in a location that was comfortable fonthees well as at a time that was
convenient for them. Background information wademted to help inform the
guantitative portion of the data. Completion of theasures took approximately 30-45
minutes. The adolescents could pause the surviakéca break at any time if one was
needed. A $10 Amazon gift card was given as amiingefor completion of the survey.
In order to receive gift card, the participantsdexkto provide their email address and a
research assistant (RA) that had access only tertfa#l addresses sent out the gift card.
The RA did not have access to the data nor didgbearcher view the email addresses of
the participants.

Survey Monkey guarantees anonymity and the data stered on a password
protected computer thus ensuring confidentialitythe adolescent completing the
survey. There was no way for the researcher tothekparent or the adolescent’s identity
to the adolescent’s responses. Following collectio analysis of the data, the data were

stored on a computer disc in a locked drawer irpthecipal investigator’s office.

Data Analysis

The data obtained from Survey Monkey were downldad® SPSS 15.0 for data

analysis. Prior to testing the research hypothasdsjuestions, descriptive analyses of
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the data were completed. The demographic dateegidpulation were examined.
Descriptive statistics for the subscales as wethaggeneral functioning scale were used
to describe how adolescents who have a sibling aitism perceive that their family is
functioning according to FAD (Brink & Wood, 1998.MANOVA using SPSS 15.0
was completed to explore the differences in pereepif family functioning by gender
and by early, middle, and late adolescent age groipiotelling’s T was used as a post
hoc analysis to determine the location of diffeesiamong the variables being
examined.

A constant comparative analysis was used to andhygzqualitative data. The
gualitative data helped inform the interpretatiéh@ quantitative data analysis. There

were 85 responses for each of the open ended ajuadisurvey questions.

Sample Description.

The sample consisted of 97 adolescents who hai®iag with autism and
whose parent(s) are members of the InteractivesAubletwork (IAN). The adolescents
ranged in age from 11-19 years, were primarily @aian (n=85, 87.6%), and 82.5%
(n=80) had a brother with autism. These data suppediterature that more males than
females are affected with autism (ASA, 2009). Tibérgy with autism ranged in age
from 3-18 years. Gender of the adolescent sibling mot collected on the initial survey
making it necessary for a colleague to email théigdpants to determine gender and

update the survey with this information (n=53). Edinan half of the adolescent siblings
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had other siblings in addition to the sibling wathtism. Looking at the family
constellation revealed that most respondents kil their mother, father, and sibling

with autism (see Appendix E).

Results

To determine how adolescents perceived that tagiily is functioning,
descriptive statistics as well as measures of akt@ndency, skew, and kurtosis were
examined for the FAD subscales including: probletiag, communication, roles,
affective responsiveness, affective involvemenhaveral control, and general family
functioning. The FAD has acceptable reliabilitiaaging from .77 (roles and behavioral
control subscales) to .90 (general functioning saley (see Appendix E).

The FAD has established cut points for healthy Rafoinctioning ranging from
1.90 (behavioral control) to 2.30 (roles) basedhnsubscales means. The means for
each subscale were calculated. Means that arertigdre the established cut points
indicate unhealthy family functioning. Five of teeven subscales (affective
involvement, problem solving, communication, rolasd general functioning) revealed
that the adolescents in this sample perceivedhleat families were functioning in the
unhealthy range (see Appendix E).

A multivariate analysis of variance (MANOVA) wasmpleted to determine if
there were any differences between gender and smbrieage groups on the general

family functioning scale of the FAD. No differencesre found on family functioning
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when examining age and gender. Using Hotelling'th&re were no significant effects

on family functioning related to age or gendes .65,F(14, 68) = 1.60p > .05.

Discussion

Little is known about how families function whérete is a child with autism in
the family. Studies that examine family functionisgecifically with siblings, use a
variety of measures making it difficult to compaired generalize across studies and
different samples. This study serves as a begirstegin examining, from the
adolescent’s perspective, how they perceive tret tAmily is functioning. The FAD has
acceptable reliability (.77-.90) for all subscaldsich is consistent with previous research
using the FAD (Epstein, et al. 1983; Neabel e2@00; Petrocelli et al. 2003; Tamplin &
Goodyer, 2001). Using the cut off scores for hgal#mily functioning is a subjective
way to measure how a family is performing as a gréuve of the seven subscales
(affective involvement, problem solving, communioat roles, and general functioning)
were above the cut off scores indicating unhedtinyily functioning. Although the
scores for this sample of participants scored alloeeut off scores, their scores tended
to cluster around the threshold scores. It isistifortant to examine each of the areas
that are above the cut off scores to determingéfventions can be designed and
implemented to improve the functioning of not jtist adolescent but the entire family.
Assessing the areas that are in the healthy fumintiorange provide a platform from

which to build on the perceived strengths of thaifga
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Affective involvement is the subscale that dematstt the greatest difference
from the cut score. The items in this subscaleushetl: family members are only
interested in me if they get something out ofntrude in each other’s lives, get too
involved if there is trouble in the family, and fdyrmembers are too self-centered
(Epstein, et al. 1983). The qualitative data rex@dhat affective involvement does pose
a problem for adolescents in this study. One adel#s when talking about her brother
with autism and her family, reported,

I watch him until my mom gets home....Tantrums argigg worse and when he

has a tantrum my mom gets crabby so if | do somgthvrong she snaps at me. It

makes me really sad when | hear her dealing withdnd sometimes | start to cry
because | think of how much pain he causes ouryaand how much time we
take out of our lives for him but he is still sognateful.
This adolescent not only sees her brother as salieced, but she has little reward for
assisting in his care.

Problem solving also had results that were abbeetit-off scores for healthy
family functioning. Items in this scale include @88ng emotional upsets, resolving
problems around the house, and confront problentvimg feelings. Previous work
confirms that parent proxy is not the best mettwoditain information about how
siblings are feeling regarding a sibling with aantic iliness (Guite, Lobato, Kao, &
Plante, 200&and Hamama et al. 2000). Consequently, it is nqiriging that adolescents

who have a sibling with autism did not divulge tHekelings to their parents. The
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gualitative data revealed that only eight of thep@&icipants report they talk with their
parents about difficulties with their sibling wigtutism. There were others who said they
get angry and walk away from situations, others vaported feeling stress and tension
not only in them but in the entire family, and se&@dolescents who were resigned to
the way their family handled challenges with tHdisg with autism. One adolescent
reported “My mom would get annoyed and stressedlaubuld get sad but | didn’t want
to give my mom any more trouble than she was ajreladling with so | kept to myself.”
This adolescent avoided confronting problems invg\feelings to protect her mother.
Encouraging families to talk about their feelingsldow they can work together to
resolve problems would not only strengthen the faibnit would give the adolescent a
model for dealing with feelings and problems inittigaily life.

Communication is closely linked to problem solvinghat effective problem
solving many times relies on clear, direct, noneamdlriven communication. Healthy
forms of communication as identified on FAD incluglech items as: say things instead
of hinting, talk directly to person rather than asgo between, and when someone is
upset, others know. Unhealthy forms of communicasiocording to FAD include such
items as: family members “often don’t say what thegan,” “can’t tell feelings from
what is said,” and “don’t talk when angry.” The Gtadive data provided adolescents’
perceptions about communication challenges ancesses. Adolescents expressed
frustration with not being able to understand tiséiting with autism making it difficult

to be satisfied with the communication pattern witéir sibling. Other adolescents
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reported that they go to their room when they aaé or upset. One adolescent stated “I
try to step away from the situation when my broth&s his meltdowns. | also like to
leave the house when everyone is frustrated.” Wdmeadolescent leaves the house rather
than discussing the feelings of frustration heattbsnmunication is avoided. Other
adolescents are able to talk with their parentsiattir difficulties and said “they
helped me understand and suggested ideas to fiélp.Conversations that engage family
members in active problem solving to reach mutealgbenefit the entire family. It
would be beneficial to all family members to leaommunication techniques that would
enhance family communication to promote healthaemify functioning.

Roles is another subscale that demonstrated uhlidamily functioning.
Healthy roles include items such as: members na@elyf responsibilities and each has
duties and responsibilities and unhealthy rolekigheitems such as family tasks “don’t
get spread around,” “trouble paying bills,” “digséied with assigned duties,” and “there
is little time for personal interests.” The resulitated to roles are consistent with
research findings that siblings of children witkabilities take on more caretaking roles
in addition to normal household tasks (Leonard,1198cHale & Gamble, 1987). The
gualitative analysis also revealed that adolesdeate caretaking roles in the family
including “babysitting more than a normal familysttao. | often have to give up plans
with friends to take care of my brother with autiSiaving to give up plans with friends
when you are an adolescent can contribute to tbkescent feeling like there is little

time for personal interest. Another adolescente@l&bout caring for a brother who “is
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very dependent on us to help him eat, bathe, daesktoilet. Caring for him and cleaning
up after him are daily tasks.” In contrast, somel@scents found caring for their sibling
with autism a positive experience. One adolescestribed the benefits of taking on
household tasks. “It taught me independence beagliee my mom had to take my
brother to therapy | would be able to be in thedsoalone and cook my own meals.”
Adolescents identified financial concerns in thaldative portion of the survey. Two
adolescents identified that their mothers no lonwgartked. This resulted in limited
financial resources for presents or doing actisiie a family. One adolescent reported
“I've missed opportunities in life because | havaster with autism. We spend the
majority of our money on things for her.” Anothelodescent echoed that “mom no
longer works and my stepdad has almost no monegvef from paying for my
brother’s therapy and his medicine, etc.” The cleangparental employment and less
expendable income is consistent with other findingstudies with families and autism.
Grey (2002) conducted a longitudinal study with ileaa of children with autism and
reported that mothers often delayed or gave up tiaeeer goals to care for their child
with autism. Ten years after the initial study, mamothers still were not able to work
but a few mothers had gone back for further schgadr were working. The father’s
employment is not as influenced by having a chiithwautism unless relocating is
necessary to be near an autism treatment facilisgloool. This scenario was described

by one adolescent who said, “Had to move to othergs to get more resources or send
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my brother to new schools.” These examples dematestine myriad of ways that autism
affects a family.

The finding on the general functioning scale & BEAD also documents
unhealthy family functioning. Items on the genduaictioning scale that indicate healthy
functioning include such items as: in a crisis wtto each other for support; confide in
each other; accepted for what and who you arecandxpress feelings to each other.
Items that constitute unhealthy functioning inclstdeh items as: we don’t get along well
together; family misunderstands each other; antt talk with each other regarding
sadness. Adolescents at high and low risk for despwa also scored above the cut score
for the general functioning scale while the paresctsres were below the cut scores
(Tamplin & Goodyer, 2001). Although Roelofse anddilleton (1985) used The Family
Functioning in Adolescence Questionnaire (FFAQ)iclwimeasures family functioning
focusing on the developmental tasks of the adofgsitencludes many general
functioning subscale FAD items. The healthy ad@ascwho participated in the
development of this questionnaire viewed their feasipositively overall. In the current
study, challenges to family functioning were reeedin the qualitative data. Adolescents
report that they are not able to go places as dyfamdo things spontaneously and that
there is stress in their family and that family niers do not always get along. Although
the qualitative data did reveal challenges to fafuhctioning, there were positive
family functioning statements. Some of the sameported that their sibling with autism

was a blessing, made us stronger, or drew us cissarfamily. One adolescent stated
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“we are so much closer than most families...We knacan get through anything
together and | want to be close with my family.”dtner adolescent reported “It has
made us closer because we were going throughathieg No one else knows what it is
like unless they live with it.” This last statemeésipoignant as this is the very reason it is
important to explore with these adolescents whdtlilse to have a sibling with autism.

In summary, the adolescents in this study perdeilat their family functioning
was unhealthy for the following subscales: affeziiwolvement; problem solving;
communication; roles; and the general functioniceges Adolescents perceived that their
family functioned in the healthy range for affeetiresponses and behavior control. The
gualitative data supported the findings from theDF&garding the adolescent’s
perception of family functioning. Adolescents repiat they do not communicate their
feelings with their parents and walk away from &fitons rather talk about how they are
feeling. Many adolescents reported having to giv@uchange plans because of their
sibling with autism. Other adolescents describetirigs of independence as a result of
having to cook and clean while their parents wergylwith their sibling with autism.
Neither age nor gender influenced the perceptidarofly functioning.

There are limitations in this study. There wascantrol group of siblings without
autism or other chronic disorders to see if pefoeptf family functioning is similar
across all adolescents. Tamplin and Goodyer (20849 the FAD to examine
adolescents who were at low or high risk for a mdgpressive disorder. Adolescents in

Tamplin and Goodyer’s study, regardless of thek for depression, scored higher than
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the cut off scores on all subscales including #egal functioning scale leading one to
believe that all adolescents might perceive thait iamily doesn’t function in a healthy
manner. Another limitation is that this was a cangace sample of adolescents who
have parents that belong to the IAN, which couldam#hat they receive support and
advice on interacting with siblings from other féies who have children with autism

and have made accommodations in their family. Adthimitation involved collecting
gender information from the adolescents. Gendex Wate available for approximately
50% of the sample. Another limitation was the nurslzé participants in each of the age
categories for adolescence. As there was littla dathow many adolescents had siblings
with autism, the age categories for early, middie] late adolescence were not
specifically recruited resulting in two times asmpadolescents in the middle adolescent
group than either the early or late adolescentmggobkuture research could include
recruiting equal numbers of adolescents in allg@geps to examine if that would
influence the perception of family functioning.

While much was learned from the study, it serves beginning step in
understanding families of children with autism. dfetresearch could include having
parents and adolescents complete the FAD to $keré are different perspectives on
how the family functions. In addition, it would belpful to recruit adolescents who have
siblings without disabilities to see how they pé&redhat their family is functioning and

compare the results to adolescents who have s#Vinity autism.
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Conclusions

The adolescents’ perception of family functionimgs unhealthy for five of the
seven scales on the FAD while two subscales wettgeilmealthy range. Neither age nor
gender influenced the adolescent’s perceptionnofljafunctioning. Future research will
examine family functioning from both the parentslaadolescent’s perspective to
determine if there are similarities of scores albthwse identified for healthy family
functioning. Further analysis of the qualitativead@ill be completed to explore whether

gender or age differences in perception of familyctioning are identified.
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Chapter 3

Relationship of Coping, Family Functioning, Self-Cacept, and Satisfaction with

Sibling Relationship

Autism is a complex disorder and affects all fanmigmbers and many aspects of
family life. Many studies have been completed thqtlore the etiology of autism and
issues that parents face when they have a childautism, but few studies examine the
experiences of siblings of a child with autism. Tineposed model (see Appendix D)
explores the relationship among the variables pfrapstrategies, perception of family
functioning, self-concept, satisfaction with thklsig relationship, age, and gender for
adolescents who have siblings with autism. ThellResy Model of Stress, Adjustment,
and Adaptation guided this research study (McCuld#83) (see Appendix D). This
model enables the researcher to examine the famiéywhole or from the perspective of
the individual, taking into account the individusaperception of the stressor and the
resources such as self concept that the individiuiads to the stressor. The specific aim
of this study was to determine the predictive abihf the proposed model. The research
guestion is how are the variables of coping stiaggegerception of family functioning,
self concept, and satisfaction with the siblin@tieinship, taking into account age and

gender, related for adolescents who have siblinisautism?
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Review of Literature

Coping is a complex phenomenon. There are individnd social support
characteristics that determine the coping strasethiat an individual uses in response to a
stressor. Individual characteristics include agadgr, coping skills, and self esteem
while the social network characteristics includeigbsupport and family functioning
(Charron-Prochownik, 2002). Research regardingntipact that coping has on family
functioning is inconsistent. Higgins, Bailey, anglirce (2005) studied primary
caregivers of children with autism to examine tlatfonships among the characteristics
of autism that the child displayed, family functing, and coping strategies. The authors
hypothesized that style of coping would add togreliction of adjustment (which
included marital happiness, family adaptabilitynfey cohesion, and self-esteem). Using
multiple regression, they found that the relatiopdietween coping style and family
adjustment were unrelated (Higgins, Bailey, & Pea005). Preechawong et al. (2007),
on the other hand, found that family functioninfjuenced resourceful coping in Thai
adolescents with asthma. These studies underdwmiadk of concrete knowledge about
the relationship between coping and family fundtignin general, but particularly in
relation to adolescents who have siblings withsamti

The dynamics of any family are complex and theisgotelationship is no
exception. If there is one child in the family wisdfavored over another or if there are
sibling relationships that are in constant confliamily functioning and the sibling’'s

adjustment and psychological well being are ates{&chmond & Stocker, 2006). To
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understand how having a sibling with autism impd#atslife of the adolescent, it is
necessary to examine the influence of the siblatgtionship. Therefore, the purpose of
the study reported here was to explore the relghigus among coping strategies, self
concept, satisfaction with the sibling relationstage, gender, and family functioning.

The longevity of the sibling relationship is undbeied in any other relationship.
These longitudinal relationships influence manyeasp of development including the
cognitive, affective, and social skills as wellths development of a positive self concept
of the siblings. The sibling relationship makepassible to express feelings and to
experience friendships, loyalty, rivalry and supggbtarris & Glasberg, 2003; Higgins et
al. 2005; Verté et al. 2003). The sibling relatlipsinfluences a child’s socialization. It
is in this relationship that children learn neweobf teacher, caregiver or leader for
younger or less capable siblings (McHale & Gamb887) With the changing structure
of the family, the sibling relationship is even mamportant. Siblings are relying more
on each other as the proportion of single parentlis, as well as of dual wage earner
families is increasing (Morrison, 1997).

Children with disabilities are surviving longerdaare more likely to receive care
in the home rather than in an institution. Thig@ases the likelihood that siblings will be
impacted by living each day with a sibling withigability (Cox, et al. 2003). The care
that children with autism need is ongoing. As ptsege, the sibling becomes a likely

source of care for the child with autism which canse anxiety in the adolescent who is
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able to look toward the future and see potentiedgiaing responsibilities (Harris &
Glasberg, 2003).

Sharpe and Rossiter (2002), using a meta-analf/siblings of children with
chronic iliness, concluded that more methodologycadphisticated studies of siblings of
children with disabilities are needed. For exampiany studies rely on parent report
despite the fact that parents are not always awfdfee siblings' feelings (Gallo &
Szychlinski, 2003; Guite, Lobato, Kao, & Plantep20Hamama, Ronen, & Reigin,
2000; Hayes, 1997; Sharpe & Rossiter, 2002). Ohaign is to ask the siblings directly
about their relationship with their sibling witrdeability rather than rely on proxy
informants (parents).

The Autism Society of America (2007) reported thiatings of children with autism
report the following sources of stress: embarrass@eund peers; jealousy regarding
the amount of time that parents spend with thenghkith autism; frustration when they
do not get a response from the sibling with autrgmen attempting to interact with them;
being the target of aggressive behaviors; attergptirmake up for the deficits of the
sibling with autism; concern for parent’s stresd grief; and concern over their role in
future care giving. Given the importance of thdistrelationship, the developmental
level of the adolescent, and the limited, consistesearch on adolescent siblings, it is
important to explore the relationship that the adoént has with their sibling with autism
as it relates to coping strategies used and thadtrgm adolescent’s perception of family

functioning.
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The sources of stress that adolescents face haymthntial to decrease the self-
concept of the adolescent. Self-concept has beamredey Nurmi (2004) as the way that
a person views themselves in a variety of situati@elf-concept is a cognitive appraisal
that is influenced by the attitudes of peers anémta regarding such things as personal
appearance, academic success, peer relationshipatldetic ability (Nurmi, 2004). Self
esteem, which is closely linked to self concepthesway that a person evaluates
themselves according to a set of standards suttfegeeer group or societal norms.
Research has suggested that self concept of adatsdtuctuates across time and is
influenced by the developmental stages of the adel (Nurmi, 2004). Dyson (1999)
reported that siblings of children with disabilgibave higher self concepts when there
are psychosocial resources such as healthy fammigtibning, low parental stress, and
social support for the sibling. Smith and Perr2805) study of siblings of children with
autism found that a sibling support group signifitaincreased the self concept of the
siblings. Henderson, Dakof, Schwartz, & Liddle'8(8), study of adolescents in an
outpatient substance abuse program, found thatgadoconcept was related to perceived
maladaptive family functioning. The question raibgdHenderson et al. (2006) is
whether there is a bidirectional influence with fgnfunctioning influencing self concept
or self concept influencing how the adolescent @egs the functioning of their family.
Studies that have explored issues of self concepiod report consistent results and have
methodological limitations such as small sample sizd no comparison group

(Kaminsky & Dewey, 2002). The literature suggehtt toping, family functioning, and
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self-concept are interrelated, but there is a tdakirect research regarding the impact of
these relationships specifically for adolescents Wave a sibling with autism.

Little is known about the age and gender of thdesdents and their relationship to
family functioning, self-concept, and satisfactisith the sibling relationship. It is
thought that coping strategies develop during tinttl and become more sophisticated
as the child matures. Children’s coping stratediesyever, are not well understood nor
are they studied from a developmental perspec®asperg, 2000; Hamama, Ronen, &
Feigin, 2000; Lerner & Benson, 2003; Ryan, 198%er€ are several reasons for the
difficulty in studying the development of copingrdk, there is no clearly identified
theory for examining coping in children or adolegsemaking it difficult to effectively
use the theories from a developmental perspediyar(, 1989). Second, the majority of
the studies that examine coping and children havéatcused specifically on the
development of coping strategies. Third, most & kikerature uses the stress and coping
model and applies it to the child who has a digaBlbling without taking into account
the child's developmental level (Houtzager, eR@04).

As children mature cognitively and emotionally treeg better able to problem solve
and channel their emotions so it would be logiod¢lieve that the coping strategies that
children use are dependent on age and developmewahs well. Skinner and Zimmer-
Gembeck (2007) reviewed studies that examined ifggahces or changes in coping
responses to stress. Skinner and Zimmer-Gembenkifidd transition periods for

coping including: late childhood to early adolesz(il0-12); early and middle
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adolescence (12-16); and middle and late adolesg@®e22). The most rapid
development of coping occurred between the agés7cnd 8-12 years. During the
younger years, coping is carried out by using diaetion and enlisting the help of others
as needed. This trend of seeking help from othemsirmues as children move into
adolescence.

As children reach middle childhood and their cogeidevelopment progresses, they
are able to use more sophisticated techniquesofiing such as distraction, delay, and
problem solving, either independently or with thedgnce from others. By adolescence,
children’s cognitive development should be in fdroperations enabling adolescents to
more effectively problem solve and to regulatertiseping responses and anticipate
future implications of decisions. Adolescents as® able to determine which adults will
be best able to help them in a given situationr(&éa & Zimmer-Gembeck, 2007).

Coping is shaped in part by social relationships$ @ntexts. Children’s coping
abilities develop in part by socialization and esyp@ to others who provide models of
coping. Parents and other social supports mayrdistressors themselves or may strive
to buffer children from repeated stressors. Par@m@slso instrumental in role modeling
both constructive and non constructive strategiesdping (Skinner & Zimmer-
Gembeck, 2007; Zimmer-Gembeck & Locke, 2007). Rj£&89) stated that "both
adaptive and maladaptive coping strategies araedednehaviors and can be acquired,
changed, or eliminated” (p. 111). Hampel and Peaem{2006) conducted a study using

adolescent participants to determine if age andigiewere related to interpersonal stress,
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coping with interpersonal stress, and psychosaciplstment. They found that eleven
and twelve year olds used more maladaptive copnategies resulting in an increase in
externalizing problems. The authors also found éixérnalizing problems did not differ
by gender.

Dyson (1999) explored psychosocial functioningjuding self-concept, behavior
problems, and social competence, in school agdremilwho had siblings with
disabilities. Dyson (1999) found that there weresigmificant interaction effects for
participant gender on self concept. Preechawoity €2007) examined the relationships
of family functioning, self esteem, and resourcefping for Thai adolescents with
asthma. The authors found that when gender andeaigecontrolled as covariates,
family functioning had a significantly positive iragt on self esteem.

The concepts in the proposed model have been egdrmirthe literature with
inconsistent findings for children and adolescevith a variety of disabilities. In
addition, the literature does not examine all cpte@ the model in the same population.
This study examined coping strategies, self-conagtisfaction with the sibling
relationship, age, gender, and family functionipgafically for adolescents who have

siblings with autism.
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Methods

Design and Sample.

An exploratory, correlational design was used ia #tudy. In order to achieve
the specific aims of the study, a convenience samp®7adolescents who are siblings
of children with autism was recruited. The studyswlasigned to have a power of at least
80% with an alpha of .05 to detect a moderate (8@klation as described by Polit
(1996). Inclusion criteria included: age 11-20; édavsibling with autism as diagnosed on
the autism spectrum disorder; have sufficient comdrat the English language (both
reading and writing) to respond to the survey; bade access to a computer with
internet access. Adolescents were excluded if tiaelya history of developmental or

language delay.

Measures.

The measures selected for this study have beehinislee adolescent population.
The selected measures have been designed for egloie$hus making it possible to
obtain information directly from the adolescenthea than relying on parent proxy. In
addition, these instruments are consistent wittctimeepts in the Resiliency Model of

Stress, Adjustment, and Adaptation, the framewboak guided this research.
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Background data.

A background survey instrument was developed tecobtiemographic
information from the adolescent. The backgroundeyinstrument also collected data
regarding the age of sibling with autism, gendesibfing with autism, presence of other

siblings in the family, and support group attendasee Appendix A).

Qualitative data.

Qualitative data were collected to help inform iptetation of the quantitative data
analysis. The adolescent was asked open endedamsesh the survey. They were asked
to describe challenges and positive experiencédhbg have encountered relating to
their sibling with autism. For each of the challea@nd positive items identified the
adolescent was asked to describe the influenchemdelves, their family, and friends.

In addition, they were asked how they handled tradlenges that were faced and how
the described item made them feel about theirrglbkith autism. There were 85

respondents for each of the qualitative survey tjes (see Appendix A).

Adolescent Coping.

The Adolescent Coping Orientation for Problem Experes{@&-COPE) (McCubbin,
Thompson, & McCubbin, 2003) assesses coping stest@ged by adolescents 12-18
years of ageThe A-COPE questionnaire includes 54 questionsragdires
approximately 10 minutes for the adolescent to detepThe adolescent is asked “When

you are faced with difficulties or feel tense hoftea do you....” The responses are
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based on a 5 point Likert scale (1 = Never, 2 =dai3 = Sometimes, 4 = Often, and 5
= Most of the time). Twelve subscales are obtamadlare labeled: ventilating feelings
(expression of frustration such as yelling), segkdiversions (efforts to keep busy to
escape the stress), developing self-reliance atwhigpm (efforts to take charge of the
situation), developing social support (efforts tmysemotionally connected), solving
family problems (working out issues with family mieens), avoiding family problems
(communicating feelings to family and following fdynrules), seeking spiritual support
(praying or going to church), investing in closefids (seeking closeness and
understanding from peers), seeking professiongl@tifgetting professional advice
from counselor or teacher), engaging in demandmigities (becoming involved in
challenging activities to excel at something), gemmorous (making light of the
situation), and relaxing (reducing tension throgghh activities as listening to music).
Cronbach’s alpha ranged from .50 (seeking professisupport) to .76 (investing in
close friends) (Patterson & McCubbin, 1987) (sep&mix A).

Summing the scores for each item in the subscaésg score for each of the
subscales. Coping patterns that are used moregndgiwill have higher scores than
those used less frequently. A total score for th@@PE can be calculated by summing
the participant’s responses for each item. Ninast¢7, 8, 19, 24, 26, 28, 42, 46, and 49)
need to be reversed scored so that all items aghtee in a positive direction (Snethen,

et al. 2004).
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Family Functioning.

TheFamily Assessment Devi(feAD) is a 60-item instrument that takes
approximately 15-20 minutes to complete (Neabal.€2000). The FAD assesses family
functioning on six dimensions: problem solving, efhassesses the ability of the family
to resolve problems together; communication, wieichmines the effectiveness of the
communication in the family; roles, which examimesv family tasks are assigned and if
those tasks are completed; affective responsivemndssh addresses the ability of the
family members to respond to situations with appgedp emotions; affective
involvement, which looks at the degree of intetkat is shown in other family member’'s
lives; and behavior control, which describes thpeexations for behavior. In addition,
the instrument has a general functioning substaleassesses the overall health of the
family. The general functioning subscale is an pefelent scale that does not include
items from the previously mentioned subscales Aggeendix A). Cronbach’s alpha for
the subscales range from .72 - .92 (Epstein, &983; Neabel et al. 2000; Tamplin &
Goodyer, 2001).

Responses to items are based on a Likert scaleathgeés from 1 strongly disagree
to 4 strongly agree. Scores for each subscalevaraged with higher scores indicating
less healthy functioning. Cut off values for hewl#md unhealthy families have been
established for each subscale and range from &lagor control) to 2.3 (roles). The
general functioning subscale is comprised of lidst&vhose scores range from 1

(healthy) to 4 (unhealthy). The general functionsicgres are averaged with a cut off
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score of 2.0 distinguishing between well functighand poorly functioning families.
These cut-off values have acceptable sensitiitgciicity, and positive predictive value
(Neabel et al., 2000). There is clear empiricatlerce that this instrument is reliable and
valid and operationalizes the concept of familydioning. The feasibility and utility of
the FAD is also evident. The reading level is"ag6ade which is appropriate for not only

adults but also for adolescents (Redman, 2001).

Children’s Self Concept.

ThePiers-Harris Children's Self Concept ScaléP2ers & Harris, 1984) is a 60 item
self report yes/no questionnaire that examineslails self appraisal in such domains as
behavior, intellectual and school status, physapglearance and attributes, anxiety,
popularity, and happiness and satisfaction, as age#l total score for the scale which is
used in the analysis. A positive response receiv&re of 1 and a negative response
receives a score of 0. A total raw score as wedl psrcentile score can be calculated by
summing the responses. Scales for each subscadstabe obtained by summing the
responses. The total score on the Piers-Harrigl@mls Self Concept scale has the most
research support. The raw scores for the totaks@orge from 0-60. The normalized raw
scores are converted Tescoresso percentile ranks are consistent across dtieogtales.
The total score is broken into high §0T), average (40-59T), and low € 39T) range
(Piers & Herzberg, 2007). A higher score indicatdsgher self concept (Dyson, 1999;

Smith & Perry, 2005). The Piers-Harris Childrengtf &oncept Scale 2can be used
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reliably in children as young as seven years ottileas been studied in siblings of
children with autism and other developmental dig#s (Dyson, 1999; Mates, 1990;
Smith & Perry, 2005) with good reliability. (= .78-.93). Closely linked to reliability is
consistency. Test-retest reliabilities range fr@..77 (Dyson, 1999). The internal
consistency combined with good test-retest religinhakes this a psychometrically
sound measure. This measure takes approximatethyiriites to complete (see Appendix

A).

Satisfaction with the Sibling Relationship.

The Satisfaction with the Sibling Relationship SqdfieHale & Gamble, 1989)
was used to examine the adolescent’s satisfactittmtieir sibling relationship in six
domains: overall happiness having their sibling &sother or sister, time spent with
siblings, time spent in caretaking, how the sibdiggt along, parent's relative treatment,
and parent's relative attention. Rivers and Stome(®@03) modified the scale to use a 5
point Likert response and siblings were asked ponteon behavior in the past three
months. Coefficient alpha was .80 in the reviewedys Scores for th8atisfaction with
the Sibling Relationship Scadee summed across dimensions with higher scores
indicating more satisfaction with the sibling redaship. This scale should take the

adolescent approximately 5 minutes to complete Aggeendix A).
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Procedure

Approval for use of human subjects was obtainechftioe Institutional Review
Board of the University of Michigan (IRBHealth) aMdestern Michigan University.
Adolescents who have siblings with autism wereuiéed via the Interactive Autism
Network (IAN) community web site (www.ianprojectg)r Researchers, with proper
permission from the Human Subjects Internal RevB®ard and written verification of
status from the school of study, are able to pestarch opportunities for families of
children with autism. Cover letter emails were dgnthe research coordinator for IAN
to parents of children with autism enrolled in 1Alo had adolescents who met the
eligibility criteria (see Appendix B). Initially, I3 emails regarding the research study
were sent. Seventy-two adolescents completed tiveysduring a two month period.
When responses slowed, the IAN research coordimaercontacted and 300 more
emails regarding the research were sent resuhimgn more completed surveys. As a
sample size of 92 was needed to have sufficienepaive survey was sent to 120 people
resulting in six more completed surveys. A remingl@ail was sent to the final 120
people resulting in nine more completed surveysgia total of 97 participants. Parents
of adolescents 11-17 gave consent (see Appendiar@)eir adolescent to participate in
the study and the adolescent gave their assepafticipation (see Appendix C).
Adolescents who were over the age of 18 were abjgve their own consent for

participation in the study (see Appendix C). In if@rmed consent, parents were
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requested to allow their adolescent privacy whilmpleting the questionnaires so that

confidentiality for the adolescent can be maintdine

Data Collection Procedures.

Data collection was completed through the useun¥&/ Monkey. The
instruments were loaded into Survey Monkey for edssswering the questions. The
IAN information for parents included a descriptiointhe study, the purpose of the study,
eligibility criteria, risks, benefits, and right$ leeing a study participant. Once the parent
had an opportunity to review the IAN letter andatggtion of the study, they could give
their consent and were connected to the surveyadbkscents also read an informed
assent form prior to participating in the studyeyhtoo, received a description of the
study, purpose of the study, eligibility criteriggks, benefits, and rights of being a study
participant. Submission of the measures impliedseatiassent from the adolescent. The
subjects completed the measures on a computdoaaton that was comfortable for
them as well as at a time that was convenientiiemt Background and qualitative
information were collected to help inform the queative portion of the data.

Completion of the measures took approximately 30ntutes. Subjects could take a
break by pausing the survey at any time and resyithim survey at a later time. A $10
Amazon gift card was given as an incentive for clatign of the survey. The

participants needed to provide their email addaeska colleague of the researcher had
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access to only the email addresses to send ogiftleard. The colleague did not have
access to the data nor did the researcher exaherentail addresses of the participants.
Survey Monkey guarantees anonymity and the data stered on a password
protected computer thus ensuring confidentialinytfh® adolescent completing the
survey. There was no way for the researcher tothelkparent or the adolescent’s identity
to the adolescent’s responses. Following collectiot analysis of the data, the data were

stored on a computer disc in a locked drawer irptiecipal investigator’s office.

Data Analysis

The data obtained from Survey Monkey was downldadi SPSS 15.0 for data
analysis. Prior to analyzing the data, the demdycagata were examined. The
reliabilities of the instruments were examined hRatalysis using multiple regression

was used to determine the fit of the proposed model

Sample Description.

The sample consisted of 97 adolescents who handirrgswith autism and
whose parent(s) are members of the InteractivesAubletwork (IAN). The adolescents
ranged in age from 11-19 years, were primarily @aian (n=85, 87.6%), and 82.5%
(n=80) had a brother with autism. These data supploe literature that more males than
females are affected with autism (ASA, 2009). Tibérgy with autism ranged in age
from 3-18 years. Gender of the adolescent sibliag mot collected on the initial survey

making it necessary for a colleague to email théigpants to see what their gender was
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in addition to updating the survey with the gendésrmation (n=53). More than half of
the adolescent siblings had other siblings in @aldlito the sibling with autism. Looking
at the family constellation revealed that most oesjents lived with their mother, father,

and sibling with autism (see Appendix E).

Results

Path analysis using multiple regression was useltermine the predictive
ability of the model. Each of the instruments gah&mctioning or total scale was
entered into the regression analysis as there wéitenature to support which variable ad
the most influence on family functioning (the degent variable). As the gender of the
participants was not collected initially resultimgs3 of 97 participants having gender
recorded, the regression analysis was run withaoapd the missing value with the mean,
using listwise and pairwise deletion. After reviagithe results, the decision was made
to use pairwise deletion as this method providedotsst fit for the model. The
collinearity statistics were examined and there m@sollinearity identified in the model.
The reliability for each of the total scales foe ihstruments were .93 (Piers-Harris
Children’s Self Concept Scale), .90 (FAD) .86 (Sfaiition with Sibling Relationship
Scale), and .85 (A-COPE). All reliabilities arethe acceptable range as they are > .80.

Using the perception of family functioning as thependent variable, the coping
strategies that the adolescents use, how theyipertemselves through their self-

concept, how happy they are with their sibling tielaship as well as their age and
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gender explain 44.2% of the varian€&8<.442). The multiple regression analysis
revealed significant negative relationships foringpself-concept, and satisfaction with
sibling relationships with family functioning. Tlegher path relationships were not

significant (see Appendix D).

Discussion

The model included coping strategies, adolesagdhtsncept, satisfaction with
the sibling relationship, age, and gender expla#® of the variance in family
functioning. The model demonstrated that there wileee significant negative
relationships with family functioning: the copintyategies used, the adolescent’s self
concept, and the overall happiness with their sgbiielationship. The coping strategies
that adolescents use were thought to impact tleeagption of how their family
functions. When an adolescent is choosing not ém@pime with the family, either
because they are in their room listening to mspending time at a friend’s house, or
finding other activities to be involved in as auke®f feeling left out if because their
parents are spending time with their sibling withism, their perception of family
functioning will be altered. While there are fewdies that examine coping strategies
and family functioning in the same adolescent graue study did examine coping
strategies and family functioning from the caregiofa child with autism’s perspective.
Higgins et al. (2005) used multiple regressionxameine whether coping strategies,

along with other variables, influenced family fuicting, (operationalized as family
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cohesion and adaptability). Their results showedignificant relationships between
coping strategies and family functioning. The fiett caregivers and adolescents
demonstrated different results could be relatedeteelopmental aspects. Caregivers do
not have the option of spending time away from haviik friends as often as an
adolescent would nor would they be as likely td fef out of family activities. It is
important for parents of children with autism todweare of the time that their adolescent
is spending either away from home or isolated @rttoom. Making time to spend with
the adolescent in one on one time is an importdatvention for parents. One adolescent
remarked “My mom doesn’t have a lot of time betwesnmk, doctor’s appointment, and
therapy and just taking care of my brother, a fdhe times to just spend time with me.
She really tries to have time with just me.” Anathdolescent commented that
“Sometimes | can't get help with stuff until he gae bed or finds something to do.”
These adolescents understand that their siblimgsreemuch time yet their parents make
an effort to spend time with them even though iymat be at the exact time that they
want to spend time with their parent or get asstavith something. Another theme that
was identified was that families who have childvath autism either do not or rarely go
places together as a family. Adolescents repohtatithey “couldn’t go anywhere as a
family” and “some things we can’t do without someamatching my brother, which isn’t
always possible.” Children with autism are a p&the family. As one adolescent stated
“I was so little when he was diagnosed, | wouldmbw the differences. I've grown up

with the family with autism in their lives.” Tryintp make family time is difficult with
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the busy schedules that most families keep. Imalyavhere there is a child with autism,
trying to find family time is even more difficulthe autistic child is part of the family
yet many times the behaviors that the child dispkxe the very things that keep families
from doing things together. Finding respite for tamily of a child with autism is not
always easy. If a family is fortunate enough toéheaspite, they could use that time to
spend with the other siblings in the family so tthetse children feel less isolated which
could change the perception of how their familydiions. The adolescents identified that
many times there was yelling in the house andadithis yelling was directed at them.
This made them withdraw or spend more time withemtl’s family to avoid the yelling
and ensuing stress. Families need to work togéthlesve healthy family functioning.
This means that family members must feel comfoetablaring their feelings with each
other, knowing that their opinions will be listentedand respected. Other family
members need to listen with an open mind and wollklzoratively to find a solution
that will improve the perception of family functimg.

The way that adolescents feel about themselvesgates many facets of their
life including how they perceive their family. Adscence is a time to fit in with peers,
transition away from home, and become more indegr@ndaking the family
relationship second to peers and their own inter&sir a family with a child with
autism, the adolescents may be forced to spend tinoeeat home to care for their
sibling with autism or be expected to participatenore household tasks (Cox et al.

2003). The model shows that there is a significegative relationship between self
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concept and the perception of family functioningeThegative relationship between self
concept and family functioning is contrary to witdenderson et al. (2006) found in their
study of 224 adolescents who were in a substanegedbeatment program. Henderson et
al. (2006) concluded that decreased self conceptated to more maladaptive views of
family functioning. Dyson (1999), who examined thagol age children who had
siblings with and without disabilities, reported thame directionality but looked at it
from a more positive perspective in that the pgrdiots self concept was positively
related to positive family function. The mean rasere for the total scale for this group
of adolescents was 41.88 (range 14-59) indicahagthe adolescents in this sample had
self concepts in the average range. Piers and ErZB007) report that scores in the
average range represent a balanced self assessinsetftconcept with scores that are
consistent with those in the standardization sanifiile FAD scores were just above the
cut-off scores for healthy family functioning ingimem solving, communication, roles,
affective involvement, and general family functiogi(see Appendix Bhdicating that
adolescents perceived that their family did notenagalthy family functioning. Sixty
percent of the adolescents surveyed possessedaya\self concept. Thus, it is not
surprising that their family functioning cut-offaes were just above those for healthy
family functioning: no scores were either very hagtvery low in relation to the cut-off
point but clustered around the threshold scord§c8ecept and the coping strategies
that these adolescents used were unrelated; dynit@ither age nor gender influenced

self-concept.
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The sibling relationship is unique in that it@mg lasting, provides a sense of
companionship, and teaches children how to soeialith others. For many siblings of
children with autism, the sense of companionshgblaarning to socialize is missing.
That the relationship is long lasting means thalirsys of children with autism may have
to take on care taking duties for their siblinghi¢ir aging parents are unable to provide
care while trying to maintain a family or life dfdir own. Adolescents were asked about
their overall happiness with their brother or sistéh autism and 58 (49%) responded
that they were happy with their sibling with autisilne model shows a significant
negative relationship between the overall happinésise sibling relationship and
perception of family functioning. While the FAD eoff scores for healthy family
functioning were exceeded as previously mentioadd|escents were overall happy with
their relationship with their sibling with autisi(= 6.55 SD =2.53). This was also
supported in the qualitative results. Adolesceeported that there were positive things
about growing up with a sibling with autism whiabntributed to the overall happiness
they had for their sibling. Many adolescents exggdghat their sibling was loving, with
one adolescent stating “he has such a good heais @iways there to give a hug when
you need one.” Another adolescent reported “I lmyebrother. | would do ANYTHING
for him. When | talk about him, there is so much fjeat builds up in me that | usually
start to tear up.” While many express happinesh thieir sibling relationship, there are
some that were mad, upset, frustrated, and saddmnibeé problems that their sibling

with autism has caused. The vast majority of adellets who participated in the
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gualitative analysis (n=85) had positive thingsay about their sibling relationship yet
their FAD cut scores were in the unhealthy familgdtioning range lending credence to
the statistically significant negative relationsbgtween the overall happiness of the
sibling relationship and their perception of fanfimctioning. Overall happiness with the
sibling relationship was unrelated to age, genaled, coping strategies used by the
adolescent.

There are several limitations to this study. Fits¢ gender information must be
evaluated with caution. Gender was not initialljlexed necessitating, with IRB
approval, contacting the adolescents for which katilresses were present to see if they
would provide their gender and adding gender tdtekground information form on
Survey Monkey. Gender was obtained for approximdiéPb of the sample. A power
analysis was computed to see if gender was undemeovand the power was above .80
which was the original acceptable power that wasreld. Another limitation is that
while many studies examine coping strategies, fafaihctioning, self concept, and
sibling relationships few studies use the sameunstnts to measure each concept and
even fewer use all the same instruments togethkmig difficult to generalize results
across groups. A final limitation is the use ofomwenience sample recruited from the
IAN. Since the literature doesn’t state what petages of children with autism have
adolescent siblings, using the IAN enabled theare$eer to have enough adolescents to
have an adequately powered study. It is not kndyarents who participate in the IAN

and who allowed their adolescent to complete theesuare different in any way from
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other families who have children with autism omfrthose who did not allow their
adolescent to complete the survey.

As this study is a beginning step in explorin@tieinships among coping
strategies, self concept, satisfaction with thérgtrelationship and family functioning,
future research will examine these concepts marsety to see if self concept or
happiness with the sibling relationship mediatenoderate the choice of coping
strategies that adolescents use when there igimgsitath autism. Examining the
subscales for the Piers Harris Children’s Self @m&Scale and Satisfaction with the
Sibling Relationship Scale may lead to intervergitmat will not only make the
adolescent feel better about themselves but alschela them to identify problem areas

in the sibling relationship that can be worked athyarent support.

Conclusion

This study contributes to the understanding ofcibraplexities that adolescents
who have siblings with autism encounter. There Weree significant, negative
relationships on perception of family functioningping, self concept, and satisfaction
with the sibling relationship. Neither the adolesteself concept nor how happy the
adolescent is with the sibling relationship demiatstl a significant relationship with the
coping strategies that were used. Age and gendaraliexert any significant

relationship on any components of the model. Futesearch will include examining the



116

concepts in the model to see if there are mediatimgoderating effects that influence

the self concept of the adolescent and the chdiceping strategies that are used.
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Discussion

This innovative research examines experiencedatacents who have siblings
with autism. Further, study recruitment and datéecton were conducted via the web.
The prevalence of autism is increasing. As mordlfasnare challenged with caring for
and living with children with autism, parents adivas siblings are going to be affected.
It is important to understand how autism affect$aathily members. There are studies
that examine coping and family functioning from ffaent’s perspective but few studies
examine these concepts from a sibling’s perspe(®asberg, 2000; Hamama et al.
2000; Lerner & Benson, 2003; Ryan, 1989). It isassary to study the sibling’s
perspective by asking the sibling as parents daays know and understand how the
siblings are thinking and feeling (Gallo et al. 196allo & Szychlinski, 2003; Guite,
Lobato, Kao, & Plante, 2004; Hamama et al. 2000;d421997; Sharpe & Rossiter,
2002). The current descriptive/correlational stadiked adolescents 11-20 years of age to
complete a web based survey about their experiaaxassibling of a child with autism,
without input from parents. Qualitative as wellgpgntitative data were collected. The
gualitative data were collected to help inform ¢juantitative results. As parents had
access to both the quantitative and qualitativestjmes, it was hoped that discussion
would be generated between parents and childrenvihdackle some of the tough

issues that these families face.
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Adolescents were recruited from the Interactiveigxa Network (IAN) which is
a website for families who have children with antisThe 1AN research coordinator
emailed families who had adolescents that wouldliggble for the study to solicit their
participation. Adolescents who had parent consedtgave their assent were able to
access the link to the Survey Monkey website. Haam online survey and using the
IAN was beneficial in that it allowed access to iles in different geographical areas.
As the literature doesn’t estimate the number olestents who have siblings with
autism, the web based survey and recruitment tthrthg IAN enabled the sample size to
be easily obtained. Using computerized data catledias several advantages over pencil
and paper questionnaires or face-to-face interviaalading: avoidance of data entry
errors; conditional branching embedded in the @ogifewer incomplete responses;
sense of more confidentiality as there is no p&jadr and greater reporting of sensitive
behaviors minimizing socially desirable respondéarngunkusumo, Moorman, Van Den
Berg-de Ruiter, Van Der Lei, De Koning, & Raat, 30¥ereecken & Maes, 2006;
Webb, Zimet, Fortenberry, & Blythe, 1999). Reseaufgests that adolescents are
enthusiastic about using computerized questionnaine rate the computerized interface
highly (Mangunkusumo, et al; Vereecken & Maes; Webhl).

The coping strategies that adolescents use weasured using the A-COPE
instrument. While the reliabilities for the subssalvere less than desired (.31-.81), the
reliability for the total scale was .85. A-COPBoise of the few tools that measures

coping from the adolescent perspective and waslol@se out of the Resiliency Model
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of Stress, Adjustment, and Adaptation, the framé&wdrich guided this research study.
The coping strategy subscale that adolescentssstindy used most often was that of
seeking diversions which included items such aghwag television, playing video
games, sleeping, reading, and being involved ialdbh. The least frequently used
subscale was seeking professional support whidhded items such as talking with a
teacher or counselor and getting professional adungs The qualitative data, which
included a question about how the adolescents admtbblems with their sibling with
autism, reinforced that adolescents do watch tgilewj get involved in a hobby or sleep.
While there was not a specific question that relaoetalking with a counselor or teacher
in either the qualitative information or the baaignd information, there was a question
regarding participation in a support group. Sevéng percent of the adolescents in the
study had never attended a support group and sueypercent did not know if there was
a support group in their area. The Interactive gmtNetwork (IAN) is not intended for
use in children younger than 18, so while parerdgg fimd support and tips for dealing
not only with their child with autism but siblingsues as well, this site does not provide
support for adolescents. No adolescents mentioadttipating in online support or chat
room conversations. Having a secure portion olAie site for adolescents to share their
feelings, suggestions for dealing with their siglimith autism, and help them connect
with others who understand what they are expemgneiay decrease the isolation that
these adolescents feel. As one adolescent withliagswith autism stated “you don’t

know what it is like until you live with autism.”r€ating a space where conversations
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could take place could serve to decrease somea$ohtation that these adolescents feel.
Another adolescent indicated in their qualitatiggponse that they “appreciate being able
to talk with others about autism.” This statemealtdates that talking with someone who
understands or who is trying to understand whatdiwith a sibling with autism is like

is not only a unigque experience but appreciatesedls

There were differences between males and femaléseocoping strategies that
were used. Three of the A-COPE subscales, deveg@aiaial support, investing in close
friends, and relaxing, showed significant differem@n the use of these specific coping
strategies used between males and females. Rbredl subscales, females used each of
these coping strategies more frequently than malas.is consistent with the feminist
developmental perspective which states that folafemcaring and relationships are more
of a developmental priority than identity acquwsiti(Gilligan, 1982).

It was hypothesized that older adolescents woukdnugre coping strategies than
younger adolescents. This hypothesis was not stgghorounger adolescents used more
coping strategies than the older adolescents.mhisbe due in part to the fact that
children with chronically ill siblings take on moaglult roles at an earlier age (Cox et al.
2003; Morgan, 1988). The youngest adolescents meed problem solving approaches,
which was contrary to what was expected. This figdiould be due in part to the items
in the solving problem subscale, which includes sawcial support items such as talking
with mother, father, or siblings. Younger adolessere more likely to engage in these

discussions whereas older adolescents spend mweh average with peers. This
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finding is consistent with that of Skinner and ZiemGembeck (2007) who also found
that when problem solving approaches were decraadbd older adolescents, the items
in the scale included social support seeking bemawuch as talking with parents or
siblings.

While fewer coping strategies were used by theraddelescent group, they did
use more sophisticated coping strategies suchospat problems optimistically.
Older adolescents are cognitively more mature atdd directed. The optimism could
be rooted in the fact that older adolescents haweader perspective and are planning
for college or a life out of the home without theibling with autism. Older adolescents
also used relaxation, investing in friends, hunaod seeking diversion more frequently
than the younger adolescent age groups which isistent with their ability to take a
ride in the car, go to a friend’s house, drivehlte mmovies, and have a perspective on
things that they can make light of a situation. Nger adolescents developed more social
support than those in middle adolescence. It weatn that developing social support
would be reflected in items such as spending tintle fiends and family. The social
support subscale includes these items but alsodeslcrying, saying nice things to
people, and apologizing. These emotion focusedsitara less likely to be used by older
adolescents due to the fact that as their cognitexeelopment increases, they are better
able to use cognitive strategies to deal with anasefore using emotion focused
strategies (Skinner & Zimmer-Gembeck, 2007). Futaeearch should examine the

development of coping strategies when there idld alith chronic illness in the family
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to confirm that coping strategies mature earlieewthere is a child with a chronic
illness such as autism.

Family functioning is an important concept to calesifor all families and is
especially important for families of children wiglutism. There is limited literature that
examines how families that have children with aatfanction. The extant data on family
functioning and autism have been collected frompdrent perspective. In contrast, the
current study was novel in that the information \gathered directly from the siblings.
The FAD has set cut points on the instrument suésc¢hat define healthy family
functioning. The results of the FAD demonstrateat tdolescents who have siblings
with autism perceive their family functioning inetlunhealthy range on five of the seven
subscales: affective involvement, problem solvomnmunication, roles, and general
functioning. Two of the scales, behavioral conamotl affective responsiveness, were in
the healthy family functioning range. These reswise not surprising as parents report
that they have little time to spend with siblingglane parent reported that the well
sibling will never be a priority (DeGrace, 200Rpelofse and Middleton (1985) used the
Family Functioning in Adolescence QuestionnaireXE¥, which measures family
functioning focusing on the developmental taskthefadolescent. They found that the
healthy adolescents who participated in the devetoy of this questionnaire viewed
their families positively overall. The sample indkafse and Middleton’s study did not
mention the health of the adolescent’s sibling. M/the two instruments don’t measure

all the same items, nor does the FFAQ have a cuedor healthy family functioning,
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the results do lend credence to the fact that adetds are able to view their family
functioning in a positive way. As the scores fag Holescents in the current sample
clustered close to the cut scores, it is reasortatdsk if all adolescents, regardless of the
health of their siblings, perceived their familyw@dioning in an unhealthy manner.

There were no differences in perceptions of farfuhyctioning by age or gender
for adolescents in this study. It was proposedttiete might be differences across age
groups as older adolescents, who have more matgretive development, would be
able to examine their family functioning in a moigective way. One factor to consider
is that adolescents, regardless of their age, hmere mature cognitive development due
to having a sibling with autism with the responidileis that are inherent in helping
provide care for that sibling. It can be conjectltiegat females, who typically participate
in more caregiving activities than males (Dysor99;9%Gupta & Singhal; Leonard, 1991;
Mascha & Boucher, 2006; McHale & Gamble, 1987; Rpgr et al. 1993) would
perceive that their family is functioning in a lds=malthy way. Although the results of this
study did not support this conjecture, this findmgy be related to missing data on
gender. The results related to gender data shauldterpreted with caution.

The proposed model of family functioning, copingattgies, adolescent self-
concept, satisfaction with the sibling relationstage, and gender explained 44% of the
variance in family functioning. The model demont&dathat there were three significant
negative relationships for family functioning: tbeping strategies used, the adolescent’s

self-concept, and the overall satisfaction withrte@ling relationship. Thus, the findings
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indicate that the more coping strategies, the rposgtive self-concept, and the greater
the overall happiness with their sibling relatioipsihe less positive the family
functioning. It was proposed that the relationsiwosild be significant, but in a positive
direction. Two studies that examined the relatigmfletween family functioning and
coping found conflicting results. Higgins, Bailend Pearce (2005) found that the
relationship between coping style and family adnestt was not significant while
Preechawong et al. (2007) found that family funatig influenced resourceful coping in
Thai adolescents with asthma. Both of the aforeioeet studies were conducted with
parents and not adolescents which could explaiparty the differing results in the
current study. As the sample of adolescents irctineent study had an average age of 14
years, the coping strategies that they use shauttifferent from that of adults. The
adolescents in the sample rarely used prescriptioion prescription medications, drank
alcohol, or smoked as a coping strategy but ratbeght diversion in music, watching
television, and reading. The result that the adelets in this sample used coping
strategies that were consistent with other adotésdeeir age, but there was a significant
negative relationship with perceived family funciitng needs further investigation.
Future studies need to address whether adolessbnthave siblings without autism or
other chronic diseases use the same coping seatagithe adolescents in the sample for
the current study and if the family functioning reeges have cut scores about the level
for healthy family functioning. The model resultdarm the development of

interventions. As the adolescents use coping giiedehat are consistent with their
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developmental age, have a balanced self-conceppar@satisfied with the relationship
with their sibling with autism, interventions shdudde directed at the family system.
Improving communication among family members shaakullt in the perception of
healthy family functioning as communication isla heart of the five subscales that
were found to be in the unhealthy family functianmange. Encouraging parents to
communicate with their children regarding the chwith autism and providing rationale
for some of the family decisions would improve #lgling’s understanding of what is
occurring in the family not only about future pléos the child with autism but about
roles that each family member has in the familyeR& and adolescents need to be
encouraged to listen to each other and respeéedhiegs of other family members.
Parents need to be encouraged to be available addlescent siblings and show interest
in their activities. It is important to build ondlstrengths that the family has in the way
that they express emotions and have clear expeasafdr behavior.

The sibling relationship is dynamic and providgdace for siblings to learn to
interact with each other in a safe environment.demlescents who have a sibling with
autism, this relationship does not always exishasay children with autism are not able
to communicate with their sibling. If there is octald in the family who is favored over
another or if there are sibling relationships @&t in constant conflict, family
functioning and the sibling’s adjustment and psyogizal well-being are at stake
(Richmond & Stocker, 2006). Many times adolescentkis study would express mixed

emotions of happiness, sadness, embarrassmengyaaltlin one sentence when talking
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about having a sibling with autism. The mixed eimasi reflect the complexity of not

only the sibling and family relationships but atfaautism itself. It was interesting to

note that 49% of the sample reported being hapfy the relationship with their sibling
with autism. Again, further research is necessamscertain whether adolescents who do
not have siblings with autism or chronic diseasesetsimilar results as the adolescents
in this sample or if there are differences acrakdescents with a sibling with a chronic
disease other than autism and those with a siblitigautism. As adolescents who have
siblings with autism express happiness with thibiirgy relationship, there are other
factors that are potentially influencing the peteap of family functioning for

adolescents in this study.

The self-concept of the adolescent was anothertiwanighat was included in the
model. Dyson (1999) found that self-concept waateel to positive family functioning.
Henderson, Dakof, Schwartz, & Liddle (2006), whakamining adolescents in an
outpatient substance abuse program, found thad@escent’s poor self-concept was
related to perceived maladaptive family functionifige mean raw score for the total
scale for this group of adolescents in this studg W1.88 (range 14-59) indicating that
the adolescents in this sample had self-concepteiaverage range. Piers and Herzberg
(2007) reported that scores in the average rarmgesent a balanced self assessment of
self-concept with scores that are consistent viidisé¢ in the standardization sample. This
may indicate that having a sibling with autism doescontribute to a lower self esteem

than adolescents who do not have a sibling witisaut
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There are several strengths to this study. Thenerdurvey facilitated by the IAN
enabled adolescents from various parts of the cptmiparticipate. The online survey
format was appropriate for adolescents as thefaandiar with computers and social
networking sites as well as feeling that their agrsnare more likely to be anonymous
than if they answered face-to-face questions od ageencil and paper formak/hile
there is still much that is to be learned, thiglgtprovides a beginning understanding,

from the sibling perspective, what it is like tediwith a sibling with autism.

Limitations

There are limitations to this study. This was avamence sample of adolescents
whose parents are members of the IAN. It is notknd parents who participate in an
online group such as IAN are different than parevite do not. Parents who do not
participate in IAN may be unaware that such a imalvailable to them and their family
for support and research opportunities for theildokith autism. The demographic
information was collected at the end of the survéys did not allow the researcher to
obtain information on adolescents that did not cletepthe entire survey for comparison
on similarities and differences for adolescents wiocomplete all the information.

Another limitation was that gender was not iniyaibllected on the demographic
information necessitating that participants whovpited email addresses to receive the
incentive for completing the survey be contactedhycolleague of the researcher who

sent out the incentives inquiring about their gendibe collected information as well as
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those that completed the survey after gender wdsdatb the background information
resulted in approximately 50% of the subjects hgarader information recorded. Any
gender analysis needs to be interpreted with aaunidight of this information.

Another limitation was the numbers of participantgach of the age categories
for adolescence. As there were few data on how rmadolescents had siblings with
autism, the age categories for early, middle, atelddolescence were not specifically
recruited resulting in two times as many adolescenthe middle adolescent group than
either the early or late adolescent groups. Finglgre was no control group to compare
if adolescents with siblings with autism are diffiet in the coping strategies that they
use, their self-concept, how satisfied they aréwheir sibling relationships, and how
they perceive their family functions from other Bbzents with siblings without chronic

illnesses or with other chronic illnesses.

Future Research

There is much that remains unknown regarding tlodeadent experience of
having a sibling with autism. Future research neegscamine more closely the
development of coping strategies and explore ificbin and adolescents who have
siblings with chronic ilinesses develop more vakegding strategies at an earlier age
than do children and adolescents who do not hdlags with chronic illnesses. Having
an equal number of subjects in each adolescenpmr@wvould be a beginning step to

exploring this phenomenon. In addition, closer exation of the A-COPE subscales
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with a larger sample would allow factor analysisake place to explore if the items in
the subscales may be better placed in differerdcales to increase the reliability of the
subscales.

Future research also needs to examine the peronegtiamily functioning both
from the adolescent and parent perspective to @@entembers of the same family
perceive that their family functions when thera ishild with autism in the house.
Addition of control groups of parents and childwmo have children with no chronic
illnesses or a different chronic iliness in the iignvould allow the researcher to see if a
chronic iliness such as autism does influence hoadlescent perceives their family
functioning or are scores on the family functiongsagle consistent for adolescents
regardless of if their sibling has a chronic illaes

The model that was tested explained 44% of theamae on factors that influence
family functioning leaving 56% of the variance up&ined. Further research is needed
to explore other factors besides coping strategmé.concept, satisfaction with the
sibling relationship, age, and gender that inflgetie perception of how a family with a
child with autism functions. Delving more deeplyarthe relationships of self-concept
and the sibling relationship as well as furtherlesation of the qualitative data may lead
to additional concepts that should be includedérhodel or to see if there are factors

that mediate or moderate the concepts in the model.
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Implications for Practice

The complexity of autism and the influence on oflaenily members is so varied
that a one approach fits all is not going to beceasful when designing interventions for
siblings and families living with autism. Nurseg @m a prime position to work with these
adolescents and families to improve the percemifdamily functioning. One way that
nurses can intervene is to have a meeting witfaallly members, including siblings, to
see what challenges they are facing and what aspexgoing well. Building on the
strengths of the family is one step toward lessgttie challenges. Opening the lines of
communication among family members can be a stapoint. Family members can
function more effectively when they feel comforkharing their feelings with each
other, knowing that their opinions will be listentedand respected. Other family
members need to listen with an open mind and wolllalzoratively to find a solution
that will strengthen family relationships and maleeh family member feel that their
opinion is valued.

Asking specific questions about the challengestti@mtdolescent is facing with
their sibling with autism and how they are handlingt challenge would begin a
dialogue that would not only shed light on the ogpstrategies that the adolescent is
using but would also be a starting point for intaritons to help adolescents develop
coping strategies that may work more effectivatyadldition, resources for either face-
to-face or online support groups could be providédds resource may be especially

helpful for adolescents who identify that they axd imteract with friends due to their
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sibling with autism or for those who feel that theg not getting the attention that their
sibling with autism is receiving. Sharing with otb@nd realizing that others are having
the same feelings may not only help with the isofasome of these adolescents feel but
may also connect the adolescent to new friendsgreihrough face-to-face contact or

through social networking sites, who can understaalt they are experiencing.

Conclusions

While much was learned in this beginning studgyehs still more that needs to
be studied in order to have a better understanafitige experience of adolescents who
have siblings with autism. Adolescents use a waonétoping strategies when they have
a sibling with autism with seeking diversion bethg most common strategy that was
used by the adolescents in this sample. It wasfalsal that for this sample the younger
adolescents used a greater variety of coping giestehan older adolescents. This was an
unexpected finding but could be in part relatedhitddren who have siblings with chronic
illnesses maturing quickly due to the responsibsithat they are required to undertake.
Adolescents in this study also perceived that ttanilies functioned in the unhealthy
range for five of the seven subscales of the FAReré was no difference in family
functioning when examining age or gender. The mtdslwas tested using family
functioning as the dependent variable demonstihizicthere were three significant,

negative relationships on perception of family filmrting-coping, self-concept, and
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satisfaction with the sibling relationship and expéd 44% of the variance. None of the
other paths in the model were significant.

Nurses can work with families to open lines of coamication so that all family
members can have a voice and share in a nonthiregmvironment what they are
thinking and feeling thereby improving family furaring. Nurses should assess the
coping strategies adolescents are using and eghdorce current strategies or
recommend more appropriate strategies. Nurseslsapavide information for
adolescents on support groups for siblings of cardvith autism in order to provide a
venue for sharing their experiences with other est#nts who understand what they are
going through. If there is not a support grouphi@ &rea, on-line support group resources
could be explored or perhaps a support group doeilstarted with other adolescents who
live in the same area.

There are many areas that still need to be explmreadolescents who have
siblings with autism. The development of copingt&gies is still unclear. It is necessary
to examine if the coping strategies are differentaidolescents who have siblings with
chronic iliness versus those that have typicallyetlgping siblings. Further research is
also needed to explore if adolescents who havaggWith autism perceive their family
functioning any differently that adolescents whedgypically developing siblings.
Obtaining data from parents as well as adolescegtrding how they perceive their
family functioning can provide insight into differees and also serve as a source of

intervention to improve the perception of family@tioning. Finally, exploring other
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concepts that help to mediate, moderate or fugRkplain the variance relating to family
functioning will increase the understanding of éxperience of having a sibling with

autism and can lead to further interventions th@ngthen families.
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Appendix A

Background Information
What is your age?
What is your gender?
What is your race/ethnicity?

Who lives in your house with you?
List their relationship to you and how long theyvh lived with you

Who has autism-a brother or a sister?
How old is your brother or sister with autism?

Do you have any other brothers or sisters?
If no, go to next question
If yes, list their ages, include the brother atesi with autism

How does your brother or sister with autism talkhwiou? For example do they use
words or a picture board or something else (If gbaose something else please list what
that is)

Are you happy with the way that your brother otesisvith autism talks with you? Please
explain

List any care taking activities that you do for ydwother or sister with autism and how
much time you spend doing these on a typical datedories for each < 1hour, 2-3
hours, 4-5 hours, >6 hours

Babysitting after school

Babysitting at night

Babysitting on the weekend

Play with brother or sister at your parent’s reques

Feed your brother or sister

Dress your brother or sister

Bathe your brother or sister
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List any household tasks that you do above what fr@nds do, ie laundry, grocery
shopping, getting family meals, etc. and how mulie tyou spend in these activities in a
typical day. Categories <lhour, 2-3 hours, 4-5 Bor6 hours

How satisfied are you with the time you have fouyown activities?

Is there is a support group for adolescents whe laabrother or sister with autism in
your area?

Have you ever attended a support group for childreadolescents who have a brother or
sister with autism?

Do you currently attend a support group for adaastwho have a brother or sister with
autism?

How often do you go to the support group?

How does it help you?
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Qualitative Questions

Tell me about any problems that you have had grgwmwith a brother or sister with
autism.

How did you handle the problem?

How did it make you feel?

How did it make you feel about your brother otesisvith autism?

How did it affect your family?

How did it affect your friends?

Tell me about positive experiences that you havkedrawing up with a brother or sister
with autism.

How did it make you feel?

How did it make you feel about your brother otesisvith autism?

How did it affect your family?

How did it affect your friends?

Is there anything else that you would like to meé?



147

Adolescent Coping Orientation for Problem ExperesnQuestionnaire

Joan M. Patterson Hamilton I. McCubbin

Purpose: A-Cope is designed to record the behasaawkescents find helpful to them in
managing problems or difficult situations which pap to them or members of their
families.

Coping is defined as individual or group behavised to manage the hardships
and relieve the discomfort associated with liferadies or difficult life events.

Directions

Read each of the statements below which describesavior for coping with
problems.

Decide how often you do each of the described bherawhen you face
difficulties or feel tense. Even though you maystme of these things just for
fun, please indicate only how often you do eachalig as a way to cope with a
problem

You will choose from one of the following respon$aseach statement:

1-Never

2-Hardly Ever

3-Sometimes

4-Often

5-Most of the Time

Please be sure and circle a response for eacimstatte

(These were on Survey Monkey with the responsestodke statements)

When you face difficulties or feel tense, how oftenyou:

Noo,rODdE

Go along with parents’ requests and rules

Read

Try to be funny and make light of it all

Apologize to people

Listen to music-stereo, radio, etc.

Talk to a teacher or counselor at school about Wwh#ters you
Eat food



8. Try to stay away from home as much as possible

9. Use drugs prescribed by a doctor

10.Get more involved in activities in school

11.Go shopping; buy things you like

12.Try to reason with parents and talk things out; poomise
13.Try to improve yourself (get body in shape, getdregrades, etc.)
14.Cry

15.Try to think of the good things in your life

16.Be with a boyfriend or girlfriend

17.Ride around in the car

18. Say nice things to others

19.Get angry and yell at people

20.Joke and keep a sense of humor

21.Talk to a minister/priest/rabbi

22.Let off steam by complaining to family members
23.Go to church

24.Use drugs (not prescribed by a doctor)

25.0rganize your life and what you have to do

26.Swear

27.Work hard on schoolwork or other school projects
28.Blame others for what's going wrong

29.Be close with someone you care about

30.Try to help other people solve their problems

31.Talk to your mother about what bothers you

32.Try, on your own, to figure out how to deal withuygroblems or tension
33.Work on a hobby you have (sewing, model buildirtg,)e
34. Get professional counseling (not from a schoolleaor school counselor)
35.Try to keep up friendships or make new friends
36.Tell yourself the problem is not important

37.Go to a movie

38.Daydream about how you would like things to be
39.Talk to a brother or sister about how you feel

40.Get a job or work harder at one

41.Do things with your family

42.Smoke

43.Watch T.V.
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44 Pray

45.Try to see the good things in a difficult situation
46.Drink beer, wine, liquor

47.Try to make your own decisions

48.Sleep

49. Say mean things to people; be sarcastic
50.Talk to your father about what bothers you
51.Let off steam by complaining to your friends
52.Talk to a friend about how you feel

53.Play video games, pool, pinball, etc.

54.Do a strenuous physical activity (jogging, bikiedg)
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Family Assessment Device

Nathan B. Epstein, MD, Lawrence M. Baldwin, PhDaba S. Bishop, MD

Instructions: This assessment contains a numbstiatd§ments about families. Read each
statement carefully, and decide how well it dessipour own family. You should
answer according to how you see your family.

For each statement there are four (4) possibleorsss:

Strongly Agree (SA) Check SA if you feel that thatement describes your
family very accurately

Agree (A) Check A if you feel that the statemerdatées your
family for the most part

Disagree (D) Check D is you feel that the staterdees not describe
your family for the most part

Strongly Disagree (SD) Check SD if you feel theg statement does not describe
your family at all

Try not to spend too much time thinking about esteltement, but respond as quickly
and as honestly as you can. If you have difficudtyswer with your first reaction. Please
be sure to answeaverystatement.Note all items were on Survey Monkey with the 4
responses next to the item so the response cagsgog not included here)

=

Planning family activities is difficult because wesunderstand each other.
We resolve most everyday problems around the house.

When someone is upset the others know why.

When you ask someone to do something, you haviegckahat they did it.
If someone is in trouble, the other become too lwvea

In times of crisis we can turn to each other fqrpart.

We don’t know what to do when an emergency comes up

We sometimes run out of things that we need.

. We are reluctant to show our affection for eaclenth

10. WE make sure members meet their family responsésli

11.We cannot talk to each other about the sadnesseatle f

12.We usually act on our decisions regarding problems.

13.You only get the interest of others when sometigrigyportant to them.

©oNOA~ WD
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14.You can't tell how a person is feeling from whagyhare saying.

15. Family tasks don’t get spread around enough.

16.Individuals are accepted for what they are.

17.You can easily get away with breaking the rules.

18.People come right out and say things instead dirfgrat them.

19.Some of us just don’t respond emotionally.

20.We know what to do in an emergency.

21.We avoid discussing our fears and concerns.

22.1t is difficult to talk to each other about tendeelings.

23.We have trouble meeting our bills.

24. After our family tries to solve a problem, we udyaliscuss whether it worked or
not.

25.We are too self-centered.

26.We can express feelings to each other.

27.We have no clear expectations about toilet habits.

28.We do not show our love for each other.

29.We talk to people directly rather than through gtweens.

30.Each of us has particular duties and responsésliti

31.There are lots of bad feelings in the family.

32.We have rules about hitting people.

33.We get involved with each other only when somethmegrests us.

34.There’s little time to explore personal interests.

35.WE often don’t say what we mean.

36.We feel accepted for what we are.

37.We show interest in each other when we can get ongeout of it personally.

38.We resolve most emotional upsets that come up.

39. Tenderness takes second place to other things ifamly.

40.We discuss who is to do household jobs.

41.Making decisions is a problem for our family.

42.0ur family shows interest in each other only whegytcan get something out of
it.

43.We are frank with each other.

44.We don’t hold to any rules or standards.

45.If people are asked to do something, they neednaing.

46.We are able to make decisions about how to solwkl@ms.

47.1f the rules are broken, we don’t know what to ectpe



48. Anything goes in our family.

49.We express tenderness.

50.We confront problems involving feelings.

51.We don’t get along well together.

52.We don't talk to each other when we are angry.

53.We are generally dissatisfied with the family dstéssigned to us.

54.Even though we mean well, we intrude too much @#&oh others lives.

55.There are rules about dangerous situations.

56.We confide in each other.

57.We cry openly.

58.We don’t have reasonable transport.

59.When we don’t like what someone has done, wehelint
60. We try to think of different ways to solve problems

152



153

Piers-Harris Children’s Self-Concept Scale 2
Ellen V. Piers, PhD, Dale B. Harris, PhD, & Davidr&rzberg, PhD
Copyrighted material used with permission from WastPPsychological Services

Directions:

Here are some sentences that tell how some pesgilaliout themselves. Read each
sentence and decide whether it tells the way yeldeout yourself. If it is true or mostly
true for you, circle the word yes next to the stedat. If it is false or mostly false for you,
circle the word no. Answer every question, evesoihe are hard to decide. Do no circle
both yes and no for the same sentence.

Remember that there are no right or wrong ansvaark you can tell us how you feel
about yourself, so we hope you will mark each sesgehe way you really feel inside.

My classmates make fun of me

| am a happy person

It is hard for me to make friends

| am often sad

| am smart

| am shy

| get nervous when the teacher calls on me
My looks bother me

| am a leader in games and sports

10 | get worried when we have tests in school
11.1 am unpopular

12.1 am well behaved in school

13.1t is usually my fault when something goes wrong
14.1 cause trouble to my family

15.1 am strong

16.1 am an important member of my family
17.1 give up easily

18.1 am good in my schoolwork

19.1 do many bad things

20.1 behave badly at home

21.1 am slow in finishing my schoolwork

22.1 am an important member of my class

©oNoOr~®WDNE
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23.1 am nervous

24.1 can give a good report in front of the class
25.1n school I am a dreamer

26. My friends like my ideas

27.1 often get into trouble

28.1 am lucky

29.1 worry a lot

30. My parents expect too much of me

31.1 like being the way | am

32.1 feel left out of things

33.1 have nice hair

34.1 often volunteer in school

35.1 wish | were different

36.1 hate school

37.1 am among the last to be chosen for games andisspor
38.1 am often mean to other people

39. My classmates in school think that | have goodsdea
40.1 am unhappy

41.1 have many friends

42.1 am cheerful

43.1 am dumb about most things

44.1 am good-looking

45.1 get into a lot of fights

46.1 am popular with boys

47.People pick on me

48. My family is disappointed in me

49.1 have a pleasant face

50.When | grow up, | will be an important person
51.In games and sports, | watch instead of play
52.1 forget what I learn

53.1 am easy to get along with

54.1 am popular with girls

55.1 am a good reader

56.1 am often afraid

57.1 am different from other people

58.1 think bad thoughts
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59.1 cry easily
60.1 am a good person



156

Satisfaction with the Sibling Relationship Scale

Susan McHale, PhD

I'd like to know about how happy or unhappy you aith different things that are going
on between you and your brother or sister withsautiSometimes children feel happy
with things about their brother or sister and somes$ they feel unhappy with things
about their brother or sister and sometimes thelydemewhere in between. I'd like you
to tell me just how you have been feeling during plast month or so. There is not a right
or wrong answer, just tell me as honestly as youhtav you've been feeling.

1 2 3 4 5 6 7 8 9

Unhappy Happy

1. Think about how much time you spend with your beotbr sister with autism.

How happy or unhappy are you with the amount oétyau spend with your

brother or sister with autism?

Would you like to spend more or less time with ybtother or sister with
autism?

2. Think about how you and your brother or sister vaitiism have been getting
along-like whether you fight or do nice things &ach other.

How happy or unhappy are you with how you and ymother or sister with

autism have been getting along?

Do you think you should try to get along betterhwybur brother or sister with
autism or is it that your brother or sister withisin should start trying to get

along better with you?



157

3. Think about the amount of time you spend taking a@dryour brother or sister
with autism.

How happy or unhappy are you with the amount oétyau take care of your

brother or sister with autism?

Would you like to take more time or less time takaare of your brother or sister

with autism?

4. Think about how close you are to your brother stesiwith autism.
How happy or unhappy are you with how close yout@angour brother or sister

with autism?

Would you like to be more close or less close toryawrother or sister with
autism?

5. Think about the amount of time you and your brotiresister with autism spend
playing or doing fun things together.
How happy or unhappy are you with the amount oétyau do fun things with

your brother or sister with autism?

Would you like to spend more time or less time pigywith your brother or sister

with autism?

6. Think about how your parents treat you compardubie they treat your brother
or sister with autism. This means whether theynged at you or yell at you or
make you do things and how much they do that watlr yorother or sister with
autism.
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How happy or unhappy are you with how your parémtst you compared to how

they treat your brother or sister with autism?

If you are treated differently, give examples ofvthey treat you differently.

. Think about how much you get to be the boss whenaye with your brother or
sister with autism. This means how much you gekettde what you do together
and how much you are the leader and how much youhdt your sibling wants.

How happy or unhappy are you with how much youtgdte the boss when you

are with your brother or sister with autism?

Would you like to be the boss more often or lessrothan you do now?

. Think about how much you and your brother or sigtiéhh autism are alike. This
means that you like to do the same things andythafeel the same way about
things most of the time.

How happy or unhappy are you with how much you yout brother or sister

with autism are alike?

If you feel that you are alike in some ways, gixaraples of how you are alike.

. Think about the attention that you get from yourgpés. This means how much
your parents talk to you, spend time with you, iags for you, and buy things
for you.

How happy or unhappy are you with the attention yloar get from your parents

compared to how much attention your brother oesisith autism gets?
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Do you think your parents should start to pay naitention to you or should they

start to pay more attention to your brother oresigtith autism?

10. All together, how happy or unhappy are you withnigeyour brother or sister with
autisms brother or sister?
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Appendix B

Interactive Autism Network Subject Recruitment keett

Dear IAN Research participant,

Based on your family profile, one or more membédngonir family may qualify for the study,
below. You should contact the research team dyreasiing the information provided, if you are
interested in joining. You do not have to partiegm this study and your non-participation will
neither affect the care you receive from any hagaittvider nor your standing as a participant in
IAN Research.

Please note that IAN Research is serving as a resdinking the autism community and
researchers. This study is not endorsed by or pedd under the auspices of the IAN Research
project at Kennedy Krieger Institute/Johns Hopkins.

Name of Study Adolescent Coping and Perception of Family Furgtig in a Family of a Child
with Autism

Location: University of Michigan School of Nursing

Eligibility Criteria : Adolescents 11-20 years of age who have a silitigautism

Principal Investigator: Sally Vliem, MS, RN, CPNP, Doctoral Student Unsity of Michigan
School of Nursing

Contact Information: Sally Vliem, 269 387-8195

Dear Parent,

I am writing this letter to offer your child(renh @pportunity to participate in a research study
being conducted for my doctoral dissertation. Thgpse of this study is to understand, from the
adolescent perspective, the experience of havsigliag with autism. The focus of this study

will be to examine the coping strategies used jemtents who have a sibling with autism and
to examine how these coping strategies influeneie gerception of family functioning. This
study will also examine if coping strategies anaifg functioning are influenced by the self
concept of the adolescent and the satisfaction thélsibling relationship. This research study
will lay a foundation for further intervention reseh aimed specifically at adolescents and their
family to promote positive coping strategies andltig family functioning.

This study will take 1 hour minimum to complete amitl require a computer and access to the
internet. The adolescent will be accessing theystisthg Survey Monkey, a secure, online
survey website. If your adolescent is between 18€20's of age, they may access the site and
complete the consent form which will link them ke tsurvey. If your adolescent is 11-17 years of
age, you will need to give consent followed by yadolescent giving their assent. The
adolescent will be asked about ways they cope stitss, how they perceive that their family is
functioning, how they feel about themselves and Hwy feel about their relationship with their
sibling with autism. For their participation, theéadescent will receive a $10 Amazon e-gift card.
There is no charge to participate in the study.
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If you are interested in participating, please asdhe survey at:
https://www.surveymonkey.com/s.aspx?sm=B8K9IPWKQBWIBVF2ZPw_3d_3d

Thank you in advance for your time and assistavwelook forward to working with you in the
near future.
Sincerely,

Sally Vliem
Doctoral Candidate
University of Michigan School of Nursing
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Appendix C

Parental Informed Consent

Your adolescent child may be eligible to take jrad research study. This form gives
you important information about the study. It déses the purpose of the study, and the
risks and possible benefits for your adolescent pdnticipates in the study.

Please take time to review this information calgfuAfter you have finished, you may
contact the researcher if you have any questiéysul decide to take part in this study,
you will be asked to give your conseBefore you sign this form, be sure you understand
what the study is about, including the risks andsilale benefits to your adolescent.

Study Title: Adolescent Coping and Perception ohlaFunctioning in a Family of a
Child with Autism

Person Responsible for Research: Sally Vliem, M$, NP, Doctoral Candidate
University of Michigan School of Nursing, Dissertet committee, Dr. Loveland-Cherry,
Phd, RN, School of Nursing, Dr. Martyn, PhD, RNh8&al of Nursing, Dr. Darling-
Fisher, PhD, RN, School of Nursing and Dr. ChattetsD, Health Behavior & Health
Education, School of Public Health, School of Sbé¥ark

Study Purpose: The purpose of this study is to @xathe coping strategies used by
adolescent siblings of children with autism anéxamine how these coping strategies
influence their perception of family functioningy &ddition, the self concept of the
adolescent will be examined so that the reseaxdreexplore if there is a relationship
among self concept and coping strategies thatsed oy the adolescent. This proposed
research study will lay a foundation for furtheteirvention research aimed specifically at
adolescents and their family to promote positivgilcg strategies and a positive
perception of family functioning.

If you are the parent of an adolescent who meet$alfowing criteria, your adolescent’s
participation is welcome. If you have more than ohid who meets the eligibility
criteria, all may participate. A minimum of 92 adstents is being sought to participate
in this study. Inclusion criteria include:

Age 11-20 years of age

Older sibling of a child with autism

Sibling with autism must be diagnosed with an antspectrum disorder

Sufficient command of the English language (bo#dneg and writing) so testing can
occur

Have access to a computer with internet access
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If you give permission for your adolescent to gaptate in this study, they will be asked
to complete a survey on line at the Survey Monkebsite. Your adolescent will be
asked about ways that they cope with stress, hewbrceive that their family is
functioning, how they feel about themselves and ttwey feel their relationship is with
their sibling with autism. All the survey instrunierave been used with the adolescent
population. In addition, background informationvaié obtained including child’s age,
sex, hours spent in caregiving, and advantageslaalténges of living with a sibling

with autism. The survey will take approximately @@-minutes to complete. The survey
can be stopped and restarted if your adolescewninbes fatigued.

Risks/Benefits: The risks of participation are mai for completing the instruments and
may be limited to the adolescent becoming mildlgatpvhen thinking about their sibling
with autism. Parents or guardians are encouragbd timme while the adolescent is
completing the survey but to ensure the adolespnitscy while they are completing the
survey. While no direct benefits to the particigawill be identified at this time, the
knowledge gained from this study could lead torweations that will assist adolescents
to cope more effectively and improve their peraaptf family functioning. Participation
in the study could raise the adolescent’s awareofetb® coping strategies that they use
and how they perceive their family functioning fr@m objective perspective. As more is
known about how adolescents who have a sibling autism cope and how they
perceive that their family is functioning, intentems can be designed to promote active
coping strategies and improve the health of faso have children with autism. Each
adolescent who completes the survey will recei$é@iTunes gift card for their
participation.

Confidentiality: Your adolescent’s responses amametely confidential and no
individual participant can be identified with hisffanswers. Data from this study will be
stored on the researcher’s password protected demjouallow for analysis of the data.

Voluntary Participation: Your adolescent’s partatipn in this study is voluntary. You
may choose to not allow them to participate ordeehthem terminate their survey at any
time without penalty. If you agree to allow youroéskscent to participate, you will be
linked to the survey site and your adolescent bélble to complete the survey at their
convenience.
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Who do | contact for questions about my rightsamplaints towards my treatment as a
research subject?
You may contact the principal investigator at:

Sally Vliem, MS, RN, CPNP, University of Michigamctoral candidate

Western Michigan University Bronson School of Nings

1903 W. Michigan Ave

Kalamazoo, M| 49008

269 580-3737

You may also express a concern about a study hactimg the Institutional Review
Board listed below or by calling the UniversityMfchigan Compliance Help Line at 1-
888-296-2481.

University of Michigan IRB Health Sciences
University of Michigan IRB Behavioral Sciences
540 East Liberty

Suite 202

Ann Arbor, MI 48104

Telephone: (734) 936-0933

Fax: (734) 998-9171
e-mail:irbhsbs@umich.edu

Parental consent for your adolescent to participatesearch: Indicating agreement to
allow your adolescent to participate in this resbarroject indicates that you have read
this consent and have had all of your questionwaresi, and that you are 18 years of age
of older. If your adolescent is 18-20, they mayeagio give consent and continue on to
the survey. If your adolescent is 11-17, they méed to give assent for their

participation before being linked to the survey.



165

Adolescent Assent Form

Title: Adolescent Coping and Perception of Familyé&tioning in a
Family of a Child with Autism

Protocol No.: HUMO00023386
Sponsor: University of Michigan

Investigator: Sally Vliem

Sub-Investigators: Dissertation committee, Dr. Uaxd-Cherry, Phd,
RN, School of Nursing, Dr. Martyn, PhD, RN, SchobNursing, Dr.
Darling-Fisher, PhD, RN, School of Nursing and Ohatters, PhD,
Health Behavior & Health Education, School of Palbliealth, School of
Social Work

The investigators named above are doing a ressaudi.
These are some things we want you to know about esch studies:

We are asking you to be in a research study. Reséaa way to test new
ideas. Research helps us learn new things.

Whether or not to be in this research is your aho¥ou can say Yes or
No. Whatever you decide is OK.

Why am | being asked to be in this research study?
You are being asked to be in the study becauségoa a younger brother
or sister with autism.

What is the study about?

This study will help us understand what it is ltkehave a brother or sister
with autism. This study will help us understand hagw deal with stress,
how you feel your family works together, how yoelfabout yourself,

and how you feel about your sibling with autismd éime good and bad
things about having a brother or sister with autism

What will happen during this study?

You will be using the computer to answer some gomlestabout how you
deal with stress, how you feel your family workgether, how you feel
about yourself, and how you feel about your brotiresister with autism.




The computer survey will take 1 hour minimum to @bete. You can stop
the survey and restart it at any time. Please ceimphe survey by
yourself, but, if you become tired or upset anddnteetalk with a parent or
guardian that is OK. When you have completed thieeesurvey, you will
get a $10 Amazon gift certificate for participating

What else should | know about the study?

If you feel upset about the questions that aredaskmu may stop the
survey and finish it later or you may choose tofimosh the study at all. If
you need to talk with a parent or guardian whilgkity on the questions
you may stop the survey and speak with your parent.

What are the good things that might happen?

People may have good things happen to them betaexgare in a
research study. These are called “benefits.” Yduhei helping us
understand what it is like to have a brother aesiwith autism and help
us find ways to make things that are not going welbetter.

What if | don’t want to be in this study?

You do not have to be in the study if you do nohtia. You may stop
answering questions at any time. No one will be @atagbu if you don’t
want to do this.

Who should | ask if | have any guestions?

If you have any questions about this study, yoyour parents or guardian
can call:

You may contact the principal investigator at:

Sally Vliem, MS, RN, CPNP, University of Michigamctoral candidate
Western Michigan University Bronson School of Nogsi

1903 W. Michigan Ave

Kalamazoo, M| 49008

269 387-8195

You may also express a concern about a study bacimg the
Institutional Review Board listed below or by cadlithe University of
Michigan Compliance Help Line at 1-888-296-2481.

University of Michigan IRB Health Sciences
540 East Liberty
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Suite 202

Ann Arbor, Ml 48104
Telephone: (734) 936-0933
Fax: (734) 998-9171
e-mail:irbhsbs@umich.edu

The researchers have told me about the resednal. & chance to ask
guestions. | know | can ask questions at any tim&nt to be in the
research.

If you agree to answer these questions, you willdeed to the beginning
of the survey. If you decide not to participate yall be linked to the exit
of the survey.



18-20 Year Old Consent Form

You may be eligible to take part in a researchsttithis form
gives you important information about the studyldscribes the purpose
of the study, and the risks and possible benefiy®or participating in the
study.

Please take time to review this information calgfuAfter you
have finished, you may contact the researcherufhewe any questions. If
you decide to take part in this study, you willdsked to give your
consentBefore you sign this form, be sure you understanatwhe study
is about, including the risks and possible benaditgour adolescent.

Study Title: Adolescent Coping and Perception ahiaFunctioning in a
Family of a Child with Autism

Person Responsible for Research: Sally Vliem, M$, & NP, Doctoral
Candidate University of Michigan School of Nursissertation
committee, Dr. Loveland-Cherry, Phd, RN, SchodNafsing, Dr.
Martyn, PhD, RN, School of Nursing, Dr. Darling-kés, PhD, RN,
School of Nursing and Dr. Chatters, PhD, Health&#dr & Health
Education, School of Public Health, School of Sbé¥ark

Study Purpose: The purpose of this study is to tstaed, from the
adolescent perspective, the experience of havsigliag with autism.
The focus of this study will be to examine the cgpstrategies used by
adolescents who have a sibling with autism ancé&mmene how these
coping strategies influence their perception ofifafiunctioning. This
study will also examine if coping strategies anaifg functioning are
influenced by the self concept of the adolescedttha satisfaction with
the sibling relationship. The amount of time spartare taking activities
will also be explored. This research study will Efoundation for further
intervention research aimed specifically at adaassand their family to
promote positive coping strategies and healthy lfafanctioning.

If you are an adolescent who meets the followirigiga, your
participation is welcome. A minimum of 92 adoledses being sought to
participate in this study. Inclusion criteria indtu

Age 11-20 years of age
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Sibling with autism must be diagnosed with an antspectrum disorder
Sufficient command of the English language (botdneg and writing) so
testing can occur

Have access to a computer with internet access

If you give your permission to participate in tkisidy, you will be asked
to complete a survey on line at the Survey Monkebsite. You will be
asked about ways that you cope with stress, howpgoteive that your
family is functioning, how you feel about yoursatid how you feel about
your relationship with your sibling with autism.lAhe survey instruments
have been used with the adolescent populatiordditian, background
information will be obtained including your agexshkours spent in care
giving, and advantages and challenges of livingpaisibling with autism.
The survey will take approximately 1 hour minimusncomplete. The
survey can be stopped and restarted if you becwate t

Risks/Benefits: The risks of participation are rmai for completing the
instruments and may be limited to you becoming iyilghset when
thinking about your sibling with autism. If yourneats or guardians are
present while you complete the survey, pleasetssk to allow you
privacy while you complete the survey. While ncedirbenefits to you
will be identified at this time, the knowledge gaghfrom this study could
lead to interventions that will assist adolescémtsope more effectively
and improve the health of their family. Participatin the study could
raise your awareness of the coping strategiesythatise and how you
perceive your family functioning from an objectiperspective. As more
is known about how adolescents who have a sibliitiyy autism cope and
how they perceive that their family is functionimgterventions can be
designed to promote active coping strategies apdave the health of
families who have children with autism. Each adoée$ who completes
the survey will receive a $10 Amazon gift card thegir participation.

Confidentiality: Your responses are completely ateritial and no
individual participant can be identified with hisffanswers. Data from
this study will be stored on the researcher’s pasgwrotected computer
to allow for analysis of the data.

Voluntary Participation: Your participation in thesudy is voluntary. You
may choose to not participate or to terminate guvey at any time
without penalty. If you agree to participate, yoili tve linked to the
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survey site and you will be able to complete theey at your
convenience.

Who do | contact for questions about my rights@mplaints towards my
treatment as a research subject?
You may contact the principal investigator at:

Sally Vliem, MS, RN, CPNP, University of Michigamctoral candidate
Western Michigan University Bronson School of Nogsi

1903 W. Michigan Ave

Kalamazoo, M| 49008

269- 387-8195

You may also express a concern about a study bacimg the
Institutional Review Board listed below or by cadlithe University of
Michigan Compliance Help Line at 1-888-296-2481.

University of Michigan IRB Health Sciences
540 East Liberty

Suite 202

Ann Arbor, MI 48104

Telephone: (734) 936-0933

Fax: (734) 998-9171
e-mail:irbhsbs@umich.edu

The researchers have told me about the resednal. & chance to ask
guestions. | know | can ask questions at any tin&nt to be in the
research.

If you agree to answer these questions, you willided to the beginning
of the survey. If you decide not to participate yatl be linked to the exit
of the survey.



Appendix D

Resiliency model of stress, adjustment, and adaptio
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Appendix E

Demographic Characteristics of Sample

Age

Mean (SD)
14.3 years (2.41)

Sibling age
Mean (SD)
10.8 years (3.95)

Race

Caucasian
African American
Hispanic

Asian

Other

Gender
Male
Female

Gender sibling with autism
Male
Female

Other siblings
Yes
No

Family living with you
Mother
Father
Stepmother
Stepfather
Grandmother
Grandfather
Brother
Sister
Sibling with autism

Range
11-19 years

Range
3-18 years

n=85 (87.6%)
n=1 (1%)
n=7 (7.2%)
n=1 (1%)
n=2 (2.1%)

n=22 (22.7%)
n=31 (32%)

n=80 (82.5%)
n=16 (16.5%)

n=60 (61.9%)
n=36 (37.1%)

n=95 (97.9%)
n=71 (73.2%)
n=1 (1%)
n=13 (13.4%)
n=7 (7.2%)
n=2 (2.1%)
n=42 (43.3%)
n=36 (37.1%)
n=92 (94.8%)
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A-COPE Subscale Frequencies, Measures of Centraddrecy, Skew, Kurtosis, and

Reliability

Subscale n Mean SD Skew Kurtosis o
Ventilating 94 16.70 4.53 .238 .102 .69
feelings

Seeking 92 21.72 3.91 -.482 241 40
diversions

Self reliance 93 17.88 3.85 -.054 441 .66
& optimism

Social 92 18.50 4.03 -.130 .238 .54
support

Solving 93 17.00 4.45 -.080 -.258 .75
family

problems

Avoiding 91 8.09 1.99 1.056 2.414 31
problems

Spiritual 95 5.58 2.83 1.064 458 .79
support

Investingin 94 17.00 1.98 .254 -.349 46
close friends

Professional 95 3.03 1.52 1.676 2.404 .57
support

Demanding 95 11.36 3.32 -.007 -.275 72
activity

Being 96 6.42 2.21 -.312 - 752 .81
humorous

Relaxing 94 12.15 2.98 -.078 -.380 .52
Entire Scale .85




Levene’s test for A-COPE subscales and total scale

Subscale Levene’s Test for Equality of
Variance

F Significance
Ventilating 1.054 .309
feelings
Seeking .620 435
diversion
Seeking social | .061 .806
support
Avoiding 3.422 .071
problems
Spiritual 1.499 227
support
Investing in 5.003 .030
friends
Professional | 3.440 .069
support
Demanding .386 537
activity
Being .409 525
humorous
Relaxing .002 .964
Total scale 1.298 .261
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Early, Middle, and Late Adolescent Groups

Age Frequency Percent

Early 10-11 25 25.8%
Adolescence

Middle 12-16 50 51.5%
Adolescence

Late 17-20 21 21.6%
Adolescence

Missing Data 1 1%
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FAD Subscale Frequencies, Measures of Central Trerydé&kew, Kurtosis, and

177

Reliability

Subscale n Mean SD Skew Kurtosis «a
Problem 92 2.24 .546 .676 .788 .83
solving

Communication 92 2.25 472 .048 -.076 .79
Roles 89 2.32 426 -.200 -571 77
Affective 93 2.15 .588 454 518 .82
responsiveness

Affective 92 2.25 .538 121 -.055 .79
involvement

Behavioral 91 1.78 423 .064 -482 g7
control

General 92 2.04 550 .987 1.419 90

functioning




FAD subscale means and cut-off scores for hedtimyly functioning

Subscale Mean Cut-off scores for
healthy family
functioning

Problem 2.24 2.20

solving

Communication 2.25 2.20

Roles 2.32 2.30

Affective 2.15 2.20

responsiveness

Affective 2.25 2.10

involvement

Behavioral 1.78 1.90

control

General 2.04 2.00

functioning
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