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ABSTRACT 

To bmer understand the specific variables associateci with successful adaptation in 

families of young c h ü h  with autism, the present study examinai the perceptions of 

parents on several measures pertaining to the experiences of parenting and fjuailv 

bctioning ushg the ABCX mode1 as a general guihg fhmework Severity ofautism 

was the predictor variable, and social support and parental locus of controi were 

moderating variables. Coutrary to expectatioas, no support was found for the moderatmg 

role of social support and loccs of conml for 50 mothers of children with autism on the 

measures of parenting stress, dyadic adjustmenî, fàmiIy relationships and fiimily social 

integration. Howewer, the more severe the aritism as reported by the mothers, the higher 

levels of parenting stress and lower levels of f d y  social integration reported. Also, a 

more extemal parental locus of control orientation was predictive of higher levels of 

parenting stress. Overall, mothers of chiIdren with autism were managing satisfàctorily in 

their parenting roles and their families were generally well adjusted. Mothers and Mers 

had similar perceptions on the parental locus of control scale, dyadic adjustment and the 

quality of the f d y  environment. Mothers and fàthers scores were signincantly di6erent 

on the Parenthg Stress Index. Mothers reported higher stress in the areas of role 

restriction and relationship with spouse. The implications of the Gndings for prxtitioners 

were discusseà. 
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CHAPTERONE 

INTRODUCTION AND LITERATURE RE= 

Autistic disorder is a severe lifelong disability that affkcts not ody the chüd's 

ability to leam and hction in the 'outside' world but also M e r  ability to relate to 

members of hidher own f d y  (Bristol, 1984). The negative &ects of autistic chüdren on 

their families have been documented by parents as weil as by rescarchers ('JIolroyd & 

McArthur, 1976). However, there is chicai ewidence that some fiunilies adapt quite weii 

to the presence and care of a child with autism, despite the inaeased demands that are 

associated with parenting a child with such a severe disurder (Bristol, 1984). Yet, not 

much is known about the characteristics of autistic children and the resources in their 

families and communities that aüow some families to cope successfidly in the face of 

ongoing stress while others do not (Bristol, 1984). 

Successful fiimily adaptation to the demands of raising a child with an autistic 

disorder is bea understood in the context of successfiil f d y  coping with any kind of 

stressfil event. There is an increasiag amount of research that is helpful in explainhg how 

families cope with chronic stress, whether the stress is general Mie change, physical illness, 

or the stress of separation (Hi4 1958; Olson & McCubbin, 1982). From the research it is 

clear that no stressor or stressful event, including the «ire of an autistic chilci, iwarïably 

causes a farnily crisis. Remchers have been struggluig with the question of why some 

families are able to cope with ease and even thrive on He's hardships whiie other families, 

faced with similar if not identical stressors or M y  transitions, give up in the f a  of 

seemingly minor lie changes (McCubbin & Pattemon, 1983). In order to examine this 



question fbrther, the titerature which has examiad ç u c c d  M y  adaptation to my 

kind of stress wiil firsî be reviewed. 

T-h 

HiII (1949, 1958) proposed the ABCX mode& wbich has been widely used as a 

h e w o r k  for understanding how fàmiiies cape with stress: The ABCX rnodel proposes 

that a stressfiil event (A), interacts with the -y's resources for meeting a crisis (B), and 

with the definition the f d l y  makes of the event (C), to produce the crisis (Md=ubbin 

& Patterson, 1982). In this rnodel, the family's resources and definition of the problem 

influence the family's effectiveness in preventing a stressfui event fiom creating a crisis in 

the family (Elristol & Schopler, 1983). Although the of the stressor is important 

(Hïii, l958), the resources of the family to ded 4th the stressor and the subjective 

defitition the family makes of the stressor are of equal importance. 

McCubbin and Patterson (1982) have defined a stressor as a life ment (e-g., 

becoming a parent, death of a M y  mernber) impacthg upon the family which produces 

changes in the famiIy. In addition, part of the (A) factor in the ABCX mode1 are M y  

hardships, which are deiined as demands on the family specitically associated with the 

stresshl event (McCubbin & Patterson, 1983). The (i3) factor, the ~ y ' s  resources for 

meeting the demands of the stressfiil event and hardstiips, has been describeci as the 

famiiy's effectiveness in preventing an event or transition in the M y  h m  creating a 

cnsis or disruption (McCubbin & Patterson, 1983). The (C) fktor in the ABCX model 

refers to the famiiy's subjective definitions of the s t r d  ment, accompanying hardships, 

and their effects on the M y .  This subjective meaning dects the fà~niiy's values and 



previous experience in dealing with change and meeîing a crisis WcCubbin & Patterson, 

1983). 

In the ABCX model the likelihood that any stressor will precipitate either a M y  

crisis or a successfiil adaptation is a hction of the characteristics ofthe stressor, 

moderated by the resources that the fkmily bas to ded with that stressor and by subjective 

family beliefs. In the present study 1 conoeptuatized the demands of carkg for a child with 

a severe disabiiity as a stressor. The fâmiîy's adaptation, specificaii~~ the level of 

parenting stress, parental maritai adjutment, f d y  relationship, and family social 

integration, was hypothesized to be a function of the severïty ofthe child's disability, 

moderated by the family's resources for wping and cognitive appraisal of their ability to 

deal with the stressor. Severity of the stressor was defined by the child's level of 

functioning based on a measure of the fiequency with which wmmon behaviourai 

symptoms of autism occurred. Resources for coping were assesseci by examining parents' 

satisfaction with their social support network Resources for coping were viewed as 

representing part of the famiiy's capabiiities for resisting crisis. 

McCubbin and Patterson (1983) state that a M y ' s  outlook can Vary fiom seeing 

life changes and transitions as challenges to be met, to interpreting a stressor as 

uncontrolIabIe and as a prelude to the colIapse of the -y. In this wntexi, parental 

locus of control was conceptualized as an index of the parents' cognitive appraisals. A 

number of researchers have reported that the negative &ects of stress appear to be 

reduced if one perceives that iie or she has some degree of control over his or her 

environment (Lefcourt, 1976). One of the key variables aEécting the perception of one's 



environment is that of their locus of control orientation (degree ofinternaiity or 

externaiity), Fidings suggest that parents with a more extemal locus of contrd 

orientation see th& children's behaviour problems as being outside their control. 

Conversely, parents with a more interna1 locus of control orientation see their children's 

behaviour problems as controlIabIe as a direct fûncîion oftheir own behaviour toward the 

child (Mouton & Tuma, 1988). 

Prior to discussing the study in more detaii, relevant background information 

regarding the syndrome of autism will be presented. This will be foiIowed by a discuss1*011 

of the research conceniing severity of autism and child characteristics, followed by a 

discussion of sociai support and parental locus of control as stress moderathg variables. 

Finally, the relevant literature conceming social support. parental locus of controi, 

parenting.stress, maritai adjustment, family relationship, and W y  socid integration wifi 

be reviewed in the context of f d e s  of children with au- 

Backeround Information Rmdine:  Aun'sm 

Autism is a severe and relatively rare developmental disorder, o c c h g  in 7 to 13 

cases per 10,000 live births (Klinger & Dawson, 1996). HistoricaiIy, autism was reported 

to occur in 4 to 5 cases pet 10,000 live births. It is beiieved that the increase in prevalence 

estimates is due to both a broadening of diagnostic criteria and an improved awareness 

and recognition of the disorder (Klinger & Dawson, 1996). Epidemiological research has 

consistently found that autism is three to four times more wmmon in males than in 

females (Lord, Schopler, & Revicki, 1982). 



The precise etiology underlying autism is unknowa However, autism is no longer 

thought of as a type of psychosis (schizophrenic or otherwise) or as a psychogenicaiiy 

induced condition causeci by the parents and the social enWoment they provide @dey, 

Phillips, & Rutter, 1996). Although a specific biochemical marker or neurophysiologicai 

abnormaiity has yet to be demonstrated, it is now generally accepteci that autism is a 

neurodevelopmental disorder, in which specific cognitive ddcits play a key role and for 

which genetic fâctors predominate in etiology @dey et aI., 1996). Although this disorder 

is biological in origin, it is stiII important to study the families of children with autism. It is 

often the case that how a family responds to a chiid's autism can, in some cases, influence 

the child's educationai gains and behavioral adjustment (Harris, 1994). For example, a 

chaotic disorganized fhdy may have dicuity creaîhg the kind of consistency to which 

children with autism best respond. Thus, M y  prob1em.s can influence the development 

of the child with autism. Conversely, the child's autisrn can have a major impact on W y  

fiinctioning. These two &ors may influence one another reciprocally, with family 

dysfünction heightening the chiid's needs, and the child's behaviour problems intemiQing 

farniIy difliculties -s, 1994). 

Although individuals with autism mnstitute a heterogeneous population, a number 

of generalizations regardii symptomatology can be made. Rutter and Schopler (1987) 

suggested that autism canhe regarded as a disorder which typidy invoives: early omet 

(i.e., prior to 36 months); impairment in the development of social skills; deficits in 

communication skills; and stereotyped repetitive patterns of behaviour. Two of the most 

distinguishing deficits in social skills are a lack of social reciprocity and an impaireci ability 



to deveIop loving relationships on the basis of interpersonal interactions (Bailey et al., 

1996). Other sociai abnormalities are deficiencies in social signahg and recognition of 

other people's social tues, and poor integration of sociai, comrrmMcative, and emotiod 

information. In addition, children with autism show little interest in sharing pnde or 

pleasure with other people (Bailey et al., 1996). 

It is not uncommon for children with autism to have significantly delayed language 

development but it is their deviant communication features tbat are most striking (Bailey 

et ai., 1996). These include a lack of social chat men when language bas developed 

pragmatic deficits, pronom reversal, immediate or delayexi echolalia, neologisms and 

idiosyncratic unusual usages of language (Bailey et al., 1996; Klinger & Dawson, 1996). 

There appears to be a deficit in the child's capacity to use Ianguage fbr social 

communication. These children ofien find it diScult to maintain an ongoing topic of 

conversation, display a iack of reciprocity in conversational intexchange, show a relative 

Iack of creativity and fantasy in thought process, and an inadequate response to other 

people's verbal and nonverbai overtures (Rutter & Schopler, 1987). 

The third main behavioral characteristic in children with autism concerns restricted, 

repetitive, and stereotyped patterns of behavior. Some of the ways in which the 

stereotyped patterns may be displayed include (a) an encompassing preocnipation with 

stereotyped and restricted patterns of interest, (b) attachrnents to unusual objects, (c) 

compulsive rituals, (d) stereotyped and repetitive motor mannerisms, (e) preoccupation 

with part-objects or non-fùnctional elernents of play materiai, and (0 distress over changes 

in srnail details of the environment (Rutter & Schopfer, 1987). 



Parents report that the most coxnmon motor stereotypies in their children are 

rocking, toe-waiking, arm, hand or hger flapping, and whirling (Klinger & Dawson, 

1996). These repetitive motor movements tend to occur more ofbn in younger and in 

lower fllnctioning children with autism than in older and higher fiinctioning children (Wïmg 

& Gould, 1979). It has been obsewed that chiIdren who are higher fhcb*oning with l e s  

severe levels of mental retardation display more eIaboraîe routines (KIinger & Dawson, 

1996). These routines may include a cornplex series of motor movements, or repeated 

rearranging or ordering of toys. It is cornmon for higher ftnctioning individuals with 

autism to have perseverative interests tbat usualiy involve mernorization of facts about a 

special topic (e-g., bus schedules) (Klinger & Dawson, 1996). 

The data also indicate that the majority ofautistic individuals are mentally 

retarded. According to Ritvo and Freernan (1978), appmxhately 60% of autistic children 

have IQs below 50,20% between 50 and 70, and 20% 70 or above. Bryson, Clark and 

Smith (1988) studied a Canadian sample of individuals with autisrn and found that 75% of 

individuals in their sample had IQs below 50. Although, a majorîty of children with autism 

are retarded, the fact that at lest a quaxter of chiJdren with autism have normal inteliectual 

abdity indicates that autism and mental retardation are distinct disorders (Klinger & 

Dawson, 1996). 

In reviewing the general characteristics and symptoms of autism, it is not ditficuit 

to understand why families may expenence adjustrisent difliculties while parenting a child 

with autism. For example, the Qive and take social exchanges that are present in most 

parent-child relationships are disrupted or absent. The chiId's communication problems 



may hinder the parent fiom understanding the child's wants and needs. The chiid may 

have d i fndty  undersiandhg the parents' deniands and expectations. The parent Weds to 

t q r  and maintain order in the famüy environment, yet the chüd's fetatdation may 

necessitate that paents take more responsibüity for child care than otha pareats, whiie 

stiii trying to satisfL their own penonal needs and those ofother Eimily members 

Childrea with autism appear physicaüy normal and do not show any ofthe visible 

stigrnata that chmcterize children with mental retardatioa However, these children 

present behavioral difnculties, which often rnakes it dificult for the parent to take them 

out into the community. When a cMd who is visibly hdïcapped throws a tantnim in the 

middle of a restaurant, the majority of onlookers are M y  to be sympathetic. When a 

child with autism who appears to be physidy normai does the same thhg sympathetic 

understanding may turn to hostility and to unsoiicited advice on chiid-rearing, which may 

add to the parent's sense of inadequacy and contnbute to a potentid f d y  crisis. mer 

demands on the parent include coping with the child's bizarre and ritualistic behaviors, and 

constantly monitoring a child who may not recognite dangers. 

Families who participated in the present study have a chiid who was diagnosed 

with either Autistic Disorder or Penasive Developmentai Disorder-Not Otherwïse 

Specified (PDD-NOS). PDD-NOS is a diagnosis used when there is a severe and 

pervasive impairment in the development of social skills, communication skilis, and 

repetitive stereotyped behaviors as discussed above, but the criteria are not met for any of 

the other specified Pemasive Developmental Disorders (American Psychiatrie Gssociation, 

1995). PDD-NOS is sometirnes d e d  "atypicai autism" since the category is offen used 
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for chilken who fd to meet criteria for autistic disorder because oftheir late age of onset, 

atypicai symptoms, subthreshold symptoms or all of these (Amencan Psychologid 

Association, 1994). An important point to consider when studying autism, îs that autism 

is a spectrum disorder, which means that the expression of symptoms and characteristics 

may range from severe to mild. The manifestation of social and other impainnents varies 

widely in al combinations of subtype and severity (Freeman, 1993). At one end of the 

spectnim you may find a nonverbal child, Sitting aione in a corner of the room rockhg 

back and forth for hours; at the other a young man who holds down a job in the local 

library putting books back on the sheif, a job which does not require him to socially 

interact with other people. Aithough children with autism share many of the same 

characteristics, two children with a diagnosis of autism can be vastly différent fiom one 

another. 

Acknowledging the complexity of this severe disorder, a synopsis of sorne ofthe 

stress-related problems that many of these familes experience will be reviewed. 

Review of Research 

Stress in Families of Autistic Children 

Studies have found that families of developmentaliy disabled children ofkn 

experience stress-related problems. For instance, Holroyd and McArthur (1976) and 

Wog No4 Fisman, and Speechly (1989) found that parents of children with autism 

reported higher levels of stress than parents of normally developing chiIdren and parents of 

children with other disabilities (Le., Down syndrome, outpatients in a psychiatrie clinic). 
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Bristol (1984) found that mothers of children with autism repo~ed more stress 

than mothers of children with Down syndrome in areas such as taking their chikiren to 

public places, and more embarrassrnent and disappointment than the parents of the 

ctiildren with Dom's syndrome- The cbildren with autism were also reported to have 

fewer activities that occupied them, fewet services, and poorer prospects for employment 

and independent living than children with Down syndrome. Bristol (1984) found that 

M y  integration as measured by activities such as mealtime, vacations, or outings were 

more disniptive for families with a child with autism than for families with a child with 

Dom syndrome (Bristol, 1984). 

Studies are inconsistent in findig a high level of stress in ail areas o f M y  

hctioning (e-g., Koegei, Schreibman, O'Neill; & Burke, 1983; Woifet al., 1989), but 

report that the presence of an sutistic child may lead to stress in specific areas of family 

He (Bouma & Schweitzer, 1990; DeMyer, 1979; Holroyd & McArthw, 1976; Koegel et 

al., 1983). Koegel et al. (1992) compared the stress profiles of 50 mothers of children 

with autism who ranged in age fiom 3.1 years to 23.1 years, and firnctioned within a range 

of severely retarded and untestable to near normal on standardized tests (Koegel et d., 

1992). The mothers lived in diierent cultural and geographic environments including 

California, Appalachia., and Gemany. They found a significant difference between 

mothers of the children with autism and a normative sample in the o v e d  amount of 

reporteci stress. Differences were found on scaIes measuring stress ass0ciatcd with 

dependency and management, cognitive impairments, b i t s  on family opportunity, and 

life-span care. No significant Merences were found between the M e s  with a chiid with 



autism and the normative fimilies on scales measuring stress related to M y  disharmony, 

lack of personal reward, terminal illness, physid limitations, finances, prefeence for 

hstitutionalization, and p e m d  bwden. 

Other researchers have identifid specific characteristics that are associateci with 

higher levels of mess in fàdies with an autistic CU The identifieci characteristics 

hclude: matemal and chitd age (older parents and parents of older children report higher 

levels of stress) (Bristoi, 1984), child gender (parents of boys report more stress than 
-* 

parents of girls), presence of  self abuse by the child, and the child's o v d  level of 

fùnctioning (Bristol 1984; Konstantareas & Hornatidis, 1989). 

niere are a number of factors that may deviate or precipitate stress in families. 

Some of these include the characteristics of the child, inc1ud0rng the severity ofdsni, 

whether or not social support is available and/or if it is perceived to be helpfiil and 

whether or not the parent is guided by beliefs that they can control life events and are 

motivated to work on thw child's behalf. The research concernuig certain child 

characteristics will be discussed first followed by social support and parental locus of 

control as stress-moderating variables. 

Child Characteristics 

The raising of a chüd with autism in a famüy environment has been documented to 

contribute additionaiiy to the stresses of M y  functioning in a vatiety of ways (Bebko, 

Konstantareas, & Springer, 1987). Bebko et al. (1987) examineci which individual 

symptoms ofautism parents felt were the most stressfiJ and asessed the acairacy of 

professionals in estimating parents reporteci level of stress. Mothers and fathen of 20 



children with a u t h  and 20 therapists working with these children independently rated the 

severity of the common symptoms of autism in  the^ cbild, and how stressful they found 

each symptom The therapists also estimated patental stress. 

The two symptoms that were reported as most stressful and severe by mothers and 

fathers were the autistic child's d i 5 d t y  and degree of cognitive and verbai impainnents. 

Cognitive impairment in this study represented the inconsistency of the chüd's abilities; 

high in some areas and low in others. nie terni verbal impairment referred to deficits in 

the child's verbai expressive hguage skills. Fathers, but not mothers, rated the child's 

social impairment as a significant stressor. Rated as least stressful was the child's 

dZ£ïcuIty with environmental change. The overali severity of the child's autism was related 

to the parents' reports of stress, for both mothers (r =.93) and fithers (r = -63). A lower 

syrnptom severity total for older children was accompanied by lower stress levels in 

mothers; however, this relationship was not found for fathers. Fathers rated their older 

children's symptoms as less severe, but were as stressed by them as were fàthers of 

younger children. Interestingiy, professionals judged the parents as more stressed by the 

child's symptomatology than did the parents themselves. It should be noted that two 

possible stress-producing characteristics ofa minority of children with autism were absent 

in the seale used tu assess mess in this siudy: aggression and self4njwy. These additionai 

symptoms could contribute to higher overaii symptom severity and stress scores for 

mothers and fathers. 

Konstantareas and Homatidis (1989) assessed the relationship between chiid 

syrnptom severity and stress in 44 mothers and fathers of chilâren with autisrn who ranged 



in age fiom 2 to 12 years. Parents rated their child's symptom severity and their own 

stress on a leitem symptom scale. ïhirteen child and W y  characteristics were also 

examined to assess how they related to ratings of symptom severity and stress- Preschool 

autistic children were rateci as less symptomatic by th& parents than by the ciiniàans. 

This is contrary to available evidence on the anenuation of a least some symptoms with 

age (Konstantareas & Homatidis, 1989). Assuming the clinicians' ratîngs to be more 

accurate than parent ratings, and that symptoms ofautism decrease with age, the results 

might be at Ieast partiy expiained by parental defensiveness in accepting the diagnosis of 

autism with its t s y  adverse implications. Parents of youger chifdren may stilI be 

engaged in the "diagnostic mn-aromd" which usually stops later on, when they corne to 

tenns with the diagnosis (Mack & Webster, 1980). Children who were lower hctioning, 

nonverbal, odd-looking, seKabusive, dering nom sehres, and hypefitabie were rated 

as more symptomatic than autistic chiidren who did not display these charactenstics. The 

best predictor of mess for mothers and fâthers was the presence of seKabusive behaviour 

in the child. Parents reported feeling helpless, ovenvheimed and Wghtened by their chüd's 

self-abusive behavior. These parents ïnterpreted the self-abusive behavior as a refleaion 

of their chiid's inability to relate appropriately to them, and to their own poor child 

management skills and generai ineffectiveness in parenting their child. For motbers, but 

not fathers, in addition to-self-abuse, their child's hyperirritabdity (e-g., pacing or nrnning 

around the house, destruction of objects, vocalipng in an ongoing mamer) and older age 

were also associated with elevateci stress scores. 



Social Sup~ort and Locus ofcontrol as Moderatinp Variables 

Social Sumort 

Most definitions of social support are based on the assumption that people must 

rely on one another to meet certain basic needs. For some theorists, social support is the 

fbifiUment by others of an individuai's basic ongohg requirements for well-behg 

(Cutrona, 1996). For other theorists, social support emphasizes the fidfiketit of needs 

that arise as a consequence of stressful life wents or adverse personal or environmental 

circurnstances (Cutrona, 1996). For the present study, social support will focus on the 

latter defuition, 

Research has revealed that although some people succumb to negative outcornes in 

the face of negative Life events, many others do not (Rabkin & Streuning, 1976). This has 

led to a search for factors that rnight protect or buffer people agairist the deleterious 

effects of stress. One nich factor that has been identified is high-quality relationships with 

others (Cutrona, 1996). The prirnary benefit to the recipient of social support is protection 

against the deterioration of h d t h  and weU-being that mighî otherwise be caused by the 

pressures of recent or ongoing s t r e d  events (Cutro~, 1996). In this viewpoint a 

moderating effect of social support on outcomes is predicted (i.e., a statistical interaction 

between stress and social support in the prediction of adjustment outcomes). At low 

levels of support those with high levels of stress experience poor mental and physicd 

health outcomes; howewr, with high levels of support, even those experiencing high stress 

do not niccumb to declining hedth, or they experience a les  severe decline (Cutrona, 

1996). Another implication of this interaction between stress and social support in the 



prediction of h d t h  outcomes is that social support is benef id  ody under conditions of 

high stress. When levels of stress are low, social support is  unreIated to weU-King 

(Cutronq 1996). 

Cobb (1976) defineci social support as infocmation leading the person to believe 

that he is cared for and loved, esteemed, and a member of a network of muhial obligation 

and communication. Cobb noted that the actual exchange of goods and services in such a 

relationship is less important than having the p m n s  know that they are loved and valueci 

and that they can count on help from others and be expected to p r o d e  assistaace in 

retum. Social support has been suggested as a moderathg factor in detenninïng an 

individual's response to the extemai environment. It has been said to protect an individuai 

against distressing life events, extend wping resources, and  te adaptation (Schdt~ 

& SakIofske, 1983). Caplan (1974) suggests that social support bufEers stress by providing 

the individual with emotionai support, guidance, assistance with tasks, or physical 

supplies. Because social support has been proposed as a key resource for overcoming Life 

crises (Caplan, 1974), it has acquired a prominent place as a moderator variable in 

epidemiologicai models of stress and rnaladjustment. Specifically, the relationship between 

stress and maladjustment is thought to be greater for those who lack support than for 

those who are adequately supporteci (Sander 8t Bmera, Jr., 1984). 

The concepts of social support and stress have been closdy tied in both theoretical 

and empincai work on the duence of support on health and weil-being (Cobb, 1976). 

Aithough theoists diier in the specifics, there is wide agreement that social support is a 

multidimensional phenornenon (Cobb, 1976). A broad range of interpersonal behavion by 



members of a person's social network may help hirn or her successfuly cope with adverse 

life events and circumstances (Cutrona & RusseU, 1990). A number of dinerent forms of 

support, for example, direct advice, encouragement, compaaionship and expressions of 

affecfion al1 have been associata ~4th positive outcornes for penons ûicing Various üfé 

strains and dilemmas (Cutrona & RusseIl, 1990). 

Social support systems may assist in coping with undesirable We events by 

providing the person with behavioral n o m  or information feedback of a practicai m e e  

In doing so, not only wouId the h d l  effects of stress be lessened, but one's sense of 

control over these same events would be increased. If seV-reiance is encouraged by one's 

supports, an individual may feei a pater sense of personal conaol (Schultz & Saklofike, 

1983). 

Although the mode1 of social support as a moderator or '%uBef' of stress (Cobb, 

1976) has received empirical validation, overail. findings have been mixed. Stress- 

moderating effects of social support have been found in many studies (e-g., Wdcox, 198 1) 

and these studies have reported main effects for support as weii as interaction effects when 

adjustment measures served as criterion variables. However, the stress-moderathg effect 

has failed to receive validation in many studies and some -dies have fiund results 

opposite to those hypothesized (Sandler & Barrera, Jr., 1984). A criîical factor that 

makes it difficult to integrate the findings on the effas of support is the variety of 

conceptually different instruments used to assess it (Sandler & Barrera, Jr., 1984). 

Some measures of perceived support stress availability; some stress satid'hdon; 

some combine both aspects of support into an overall score; and some keep separate 



scores for the two. Variables thougbt to descrie the avai lab' i  and heipfihess of the 

support systern are considemi to d e c t  Quaiitative characteristics (Schultz & SakloWe, 

1983). Quantitative characteristics have been d&ed as those which provide information 

about the number and types of social support, Wdcox (198 1) found that the quality of a 

person's supportive network rather than the number ofpersons providuig that support, 

seems to be the most important factor with respect to the buBering effect of socid support 

on psychological distress. Sander and Barrera Jr. (1984) supporteci Wrlcax's finding in 

their own study. They suggest that sbeer quantity of help received is not the cntical 

feature of social support- For purposes of the present study, the overall analyses to test 

the predictions will use satisfaction with social support. Foliowing this analysis, a 

secondary anaiysis will examine the number of social supports available. 

Locus of Control 

Stress has been found to be moderated by beliefk regarding efficacy and contrd 

(Lefcourt, 1983). In examining locus of control, persons with an i n te rd  locus of control 

are guided by the belief that they can control their life events and be more motivated to act 

on their own behaIf: whereas persons with an extemal Iocus of control oflen express 

pessimism about their ability to manage their own lives (lefcourt, 1983). 

The prevalent view of the relationship between locus of control and Me stress is 

that individuals who define events in their lives as outside their control will be less able to 

cope effectively with stress, and therefore, more likely to experience physical and 

psychological distress than persons with internai locus of contrd beiiefs (Krause & 

Sûyker, 1984). Numerous studies have examined the reactions of individuals with an 



intemal versus e x t e d  locus of contr& to s t r d  situations. Researchers have 

concluded that persons with an internai locus of contro1 display greater tesistance to 

influence and handle success and f à h e  in a more reahstic fàshion than do perscins with an 

extemal locus of control (Krause & Sîryker, 1984). More specifically, i n t d s  display 

mastery and coping skiIIs while externals are unable to constnictively and effectively deal 

with the stress because of their belief tbaî th& actions will not make any difference in the 

course of events in their hes (Krause & Stryker, 1984). 

Researchers have wnducted severd studies to directly assess the role of locus of 

controI beliefs in mùderating the relationship between life stress and well-being. Most of 

these studies support the hypothesis that intemals cope more &&ely with stress 

(Krause & Stryker, 1984)- 

Social Su~oort and Locus of Control 

Although social support and the characteristics of the person receiwig support are 

both involved in the process by which individuals cope with the stress, the empirical 

literature has treated these two moderaîing variabIes separateiy. However, there is reason 

to beIieve that personal characteristics such as locus of control can influence the use and 

impact of support (Sandler & Lakey, 1 WS). 

Two differing views have ben  put forward in attempting to explain how persoas 

with an interna1 or externa1 locus of control utiiii social support to reduce the negative 

eEects of sues&[ events. The first view is thaî under stressfiil conditions persons with an 

extemai locus of control are more likely to report feeling stress and anxiety (Lefcourt, 

1976). Since people tend to filiate more under conditions of stress, persons with an 



extemal locus of control should utilite more support than persons with an intemai locus of 

control (Sandler & Lakey, 1982). Tbe other view is that internais wdl make better use of 

their support than will extemais. In a review of the literature on locus of control and 

health behaviow, Sandler and Lakey (1982) found that persons with an intemal locus of 

control, as contrasted with persons with an extemai loais of control, tended to lmow 

more about and make better use of informafion about their disease and treatment- 

Sandler and Lakey (1982) examineci the role of locus ofcontrol and socid support 

as stress moderathg variables and found that extemais had a greater quantity of support 

than did intemals but the stress-buffering e f f i  of support was obtained for inteds  and 

not exteds. It appean that more support is not necessarily equivalent to better support. 

The finding that support buffers the e f f ' s  of stress for intemais is consistent with 

previous evidence about how intemals cope in stressfbl situations. Thus, if social support 

is viewed as a mulMaceted resource (iicluduig idonnation, task assistance, social 

support, etc.) which one cm use to utilize to assist in coping with stress, it is reasonable to 

expea that intemals will make better use of this resource thaa will extemals. 

Dalgard, Bjork, and Tarnbs (1995) suggested that one possible explanation of a 

positive effect of social support might be a cornmon underlying personality factor that 

affects mental health and social network in a positive direction Among the possible 

personality factors with such an effect, they examineci locus of control ushg an 

abbreviated fom of the Rotter scale of locus of control. Their hdings clearly fawr the 

view that social support exerts a positive effect on mental heaIth by buBering the ri& of 

developing mental disorder when exposed to negative life events. Social support or 



negative Mie events doue exert little ïnfiuence upon the course of mental health. Thae 

was, howwer, an interaction between negative Mie events, social support, and locus of 

control with respect to the course of meniai healtb, especïally for depressio~~ For persons 

with an intemal locus of control orientation there was no buEering e f f i  of sociai 

support, unlike the indMduals with a more extemal orientation Tbis findings suggests 

that individuais with an internal locus of control orientation (those who see themselves as 

the moa important factor in controlling their own lives) do not need as much support 

fiom other people to cope with Iife stressors. Individds with an extemai orientation, on 

the other han& who have a feetiag of powerlessness, may need the support of others to be 

able to cope (Dalgard et al., 1995). 

In summw, findings 6om the g e n d  literature concerning social support and 

locus of control indicate that these two variables may serve as important 'buffers' against 

the effects of stress. The discussion will now turn to the iiterahue on fkdies of children 

with either a developmental disability or autism and how social support and locus of 

control relate to family adjument, particularly to the parent's d t a l  adjustmenf f d y  

relationships, and the family's social integration. 

Research Focusina on Families of Children with Develo~mental Disabilities 

Social S u ~ ~ o r t  

Social support is an important resource for patents fàced with the demands of 

raising a child with a chronic disabîlity. As discussed, the power of social support for 

moderating the effects of significant lifé stresson has k e n  well documenteci and there is 



some evidence thaî sociai support can serve a shdar firnction for parents of chddren with 

autism (Bristol, 1984). 

In a study of 40 mothers of children with autisrn ranghg in age h m  4-19 years, 

Bristol (1984) found that mothers who reported higher Ievels of perceiveci support on a 

measure that included support fiom spouse, imrnediate and extended M y ,  fkiends, and 

othcr parents of handicapped children reported lower lwels of stress. 

Peterson (1984) studied 105 mothers of children with various dwelopmentd 

disabiiiies (e-g., profoundly/moderately dtihandicapped, Down's syndrome, cerebral 

palsy, spina bitïda and smaller categories such as primary semory disorders, language 

communication dysfbnction and leamhg disabilities) who ranged in age fiom 1-19 years 

(A4 = 6.53). Each child was given a syx-nptom severity score based on the number of 

medicaVdeveloprnental problems, It was hypothesized that M y  resources would help 

buffer the stresses the mothers experienced as a result of bearing and rearing a child with a 

handicap. Family resources included both emotionai support and physical heip. Peterson 

(1984) found that mothers with high stressors and high resources had fewer negative 

outcornes than those with simiiar levels of stress and low resources. Negative outcornes 

were assessed using a composite score of marital adjustment and physical symptoms as 

reported by the mother. The possible range in this variable was 6om poor health and 

marital adjustment to excellent health and marital adjustrnent. The study supporteci the 

presence of sociai support as a moderator variabIe infiuencing the relationship between life 

stress and dysfbnction in families of children with a handicap. 



Bristol (1987) studied 45 mothers of children with autism or communication 

impairments who ranged in age h m  2.3 to 9.7 years = 5.3). The Caroh Parent 

Support Scale (CPSS) was used to assess parental perceptions of adequacy of support 

regarding their handicapped child. This scale measuns the availabiity and helpibhess of 

both informai and foxmai sources of support for parents ofhdicapped and chronicaiiy iii 

children. Mothers who had more adequate support from îbeir spouses, immediate and 

extended family, and fiom other parents reported happier rnarriages, and were rated by 

interviewers as having better f d y  adaptation. 

Gill and Harris (1991) examined social support as a predictor of psychological 

discodort in mothers of children with autism who ranged in ages from 2-18 years 

(&l= 9.9). They used twa separate meztsuies of social support. The first, Interpersonal 

Support Evaluation List (ISEL), is a masure of the perceived avadability of social 

support that consists of several subscales. The two subsdes used in their study were the 

Appraisal Scde and the Seif-esteern d e .  The Appraisal scale measures the perceived 

availability of someone with whom to discuss one's problem. The Self-esteem scale 

measures how one sees oneself and how one believes one is perceived by others. The 

second measure of social support assessed the receipt of hctional support during the 

preceding month. This sf.le is a modincation of th Inventory of SociaUy Supportive 

Behaviors (ISSB). Mothers who perceived social support as more available experienced 

significantly fewer stress-related somaiic problems and depressive symptoms than those 

with less perceived support. There was no significant relationship between the actual 

receipt of iùnctional support and rneasures of stress-reiated symptoms, suggesting that the 



critical variable in social suppon may be perceiveci availab'ility (GU & Harris, 1991). The 

hdings for this study are consistent with the buffeiing &ect of social support that was 

reported in previous research by Bristol (1984). 

Henderson and Vanderburg (1992) studied 49 mothers of children with autism 

whose mean age was 10.2 years. They assessed the mother's social support with the 

Inventory of Socidy Supportive Behaviors (ISSB), and fouad that f d y  adjustment was 

higher for mothers of autistic children who reported higher levels of social support. Gray 

and Holden (1992) shidied psycho-social weii-behg arnong an Australian sample of 172 

parents of children with autisrn ranging in age from 3-28 yean ('hJ = 7.0). The relatiomhip 

between sociodemographic charactenstics, health and treatment statu of the child, 

parental coping behaviours and parentai depression, aaxiety and anga was examineci. The 

meanire of social support used in the study was the Social Support Index (SSI) 

developed by McCubbin and associates. The SSI is designed to rneasure social support 

from the family and the community. Gray and Holden (1992) found that fithers, and 

mothers who received more social support, reported lower levels of depression, anxiety 

and anger than mothers who received less social support. 

In sunmary, a limited number of studies have examined social support in families 

of children with autism. The findings that are available are suggestive in supporting the 

role of social support in moderating stress and increasing parental adjustment in fhdies of 

children with autism. However, studies to date have useci dEerent messures of social 

support, and the children studied have been primady ofschool age or older. The studies 

that have included preschool age children have not investjgated these children separately, 



but rather have included them with a larger group of older children of varying ages. 

Recent advances in eady identification and diagaosis ofchildren with autism have left a 

void in the research conceming the adjustment of fiandies with young chiidrea It is 

important for both researchen and professonais to gain a better understaadhg of these 

f~ilies of young children with autism in order to identifil the characteristics which may 

conmbute to their successfùl adaptation. Shiiar strengths and attributes mi@ then be 

fostered through early intervention efforts. 

Parental Locus Of Control 

Henderson and Vanderburg (1992) studied several factors that related to the 

adjustment of fdlies with a child with autism, includuig severity of autism, social 

support, and locus of contrai. Autism was viewed as an extemal stressor that placed 

unusual demands on a M y .  Mothers of 49 school age children with autism u= 10.2 

years) completed four questionnaires designed to assess messor severity, social support, 

f d y  perception (iocus of control measure), and fàmily adjustment Symptom severity 

was used as the measure of the htensity of extemal stress and demands co&onting 

families of children with autism. Assessrnent ofseverÎty was based on the Adaptive 

Behavior Scale, School Edition. This sale yietds five factors, and a single cornparison 

score denved fkom three of these discnMnates between norxnaI, educable, and trainable 

mentaily retarded -dents (Henderson & Vandenberg, 1992). The locus ofcontrol 

measured used in the study was the adult form ofthe Nowicki-Strickland Locus of 

Control Scaie. Family adjustment was assessed using muthen' responses to the FamiIy 

Relationshi p Index (FRI) of  the Family EnWonment Scale (FES). The FRI is a composite 



measure of scores for the cohesion, confiict, and expressiveness subscales of the FES. It 

was found that f a d y  adjustment was better for mothm when the external stressor of 

symptom severity was les  severe (Hendemn & Vandenberg, 1992). Adjustment was 

higher for families with greater social support, and for those with greater internai locus of 

control. Pesons who have an intemal locus of control presumably are more likely to 

engage in behaviors aimed at reducing the impact of an extemal stressor tban those who 

believe that their actions are of no consequence (Henderson & Vanderburg, 1992). Those 

with a higher intemal locus of control may feel less helpless and overwhelmed than those 

with a more extemal focus in dealing with the burden of raising a developmentally disabled 

child. 

McKinney and Peterson (1 987) studied the predictors of stress in mothers of a  

heterogeneous group of non-autistic developmentaiiy disabled children ages 7 to 41 

months. Child diagnosis (i-e., Down syndrome or cerebrd palsy), type of early 

intervention program, social suppon networks, and locus of control were examineci as 

moderators of parenting stress. The measure used to assess locus of control was the 

Spheres of Control (SOC). This d e  correlates with Rotter's (1966) Intemal-Extemal 

Locus of Control Scale (r = -75). It was found that mothers with an intemal locus of 

control reportai lower levels of stress than mothers with an externa1 locus of control. 

Research has found that locus of control is an important -able to consider when 

assessing family adjustment. A number of the studies that have examineci parental locus of 

control have used various diierent measures, none ofwhich are s p d c  to parenting. 

Rotter (1975) stated that the Intemal-External Locus of Control Scale (LE) is a measure 



of generalized expectancies and is thedore only appropnate for predicting behaviour in 

situations that are ambiguous a d o r  novel to the individual. Thus, although the g e n d  

nature of the 1-E make it applicable to nwnerous situations, it does so at the cost of 

reduced predictive efficacy (Rotter, 1966). In recognition of the need for more focused 

assessrnent of specific eqeztancies for control, some researchers have devdoped 

criterion-specific locus of cuntrol measures (Campis, Lyman & Prentice-Dunn, 1986). For 

example, scaies have been developed to measure locus of control beliefs in such domains 

as weight management, health, and teaching Validation studies have improved the 

predictive efficacy of such topical measures when compared with Rotter's more 

generaliied instrument (e-g., Saltzer, 1982). 

In order to provide investigators with a focused instrument fbr the assessment of 

parental locus of conmi, Campis et al. (1 986) developed a 47-item Parental Locus of 

Control Scale (PLOC). This measure includes five subscales: Parental Efficacy, Parental 

Responsibility, Child Control, FateKhance, and Parental Control. The PLOC correlates 

moderately with the Rotter LE scale (r = -33, p C -01) and alIows researchers to masure 

locus of control in the conte- of parenting. This is important when studying the parent's 

cognitive appraisal. Among the &ors that akcî  parents' pdormance of their parenting 

responsibilities are the beliefs they hold about children and their transactions with them. 

Perhaps central among these beliefs are those that focus on the parents' ability to infiuence 

their children's behaviour and development (Koeske & Koeske, 1992). On the one band, 

parents may believe they have a powerfti influence on their chiidren's Iives and are critical 

agents in their children's behavior and development. On the other hanci, they rnay think 



they have linle ability to controI thek chüdren's development because ofcomjwing 

outside innuences, such as sociay and peer groups, luck, or the limitations hposed by 

children's temperament or developmental stage (Koeske & Koeske, 1992). The 

availabüity of a measure for assessing parents' beiiefs about control may fiditate parent 

training efforts. Confionthg inappropriate expectations or arploring the bases of feeiing 

helpless and ineffectua1 with one's children rnay lessen f d y  strain and conflict and thus 

may decrease the potential for in&ectiveness. Ifthe parent perceives that he or she has 

some degree of control over his or her cbild the negative effects of chüd related stressors 

such as autisrn may be reduced. 

Marital Adjusmient 

Marital relationships in the fàdies of developmentaily disabled children have been 

a subject of much chicai concem because of the increased mess that is presumed to be 

present in these families (Crnic, Friedrich, & Greenberg, 1983). The research to date does 

not present a c1ea.r picture of rnanetaI finaionhg Friedrich (1979) examinexi a large 

number of psychosocid and demographic variables as predictors of the cuping behavior of 

mothers of handicapped children ranging in age fiom 2-19 years @ = 9.8). Subjects were 

98 mothers of children with a wide variety of handicapphg conditions. AU mothers were 

mailed a packet of questionnaires that included: Questionnaires on Resources and Stress, 

the short version of the &ta1 Adjustment Innntory, the Psychological WeJi-Being 

Index, a social support index, and a reiigiosity index The most signifiant predictor of 

effective coping behviour was a mother's report of feeling seaire in the marital 

relationship. 



Rodrigue, Morgan, and Gefien (1 990) compared mothers of 20 cMdren with 

autism (BJ = 10.7 1 years), 20 with Down syndrome a = 1 1.93 yean) and 20 

developmentally nonnal children (M = 3.8 years) matched on severai pertinent 

demographic variables including sex, race, birth order, famüy size, and socioeconomic 

status. It was found that mothers of chüdren wah autism reported less marital satidktïon, 

less parenting competence, more famüy cohesion, and less W y  adaptability than mothers 

in the other two groups. 

The fmdings that mothers of children with autism reporteci les marital satisfaction 

than the other two groups con= with previous research which found that parents of 

children with autism reported moderately high levels of marital satisfaction woegel et al., 

1983). The discrepancies in the findiogs may be due to sample differences. In the Koegel 

et ai. (1 983) study, the children with autism were quite young a = 5.75 y-), d were 

accepted for treatment in an autism chic, and the vast majority of mothers were 

homemakers. In contrast, in the Rodrigue et al. (1990) study the children were older 

(bJ = 10.7 years), fùnctioned at a very low levei, and the majorïty of mothers worked 

outside the home. It can be argued that the stress of working outside of the home and 

raising a low-fùnctioning older autistic child may precipitate marital tension (Rodrigue et 

al., 1990). However, it may also be beneficial for the mother to work outside the home as 

it would provide the mother with a satisfliiig role outnde ofthe home and some relief 

fiom the burden of caring for a child with autism. The two shidies used different 

measures to assess marital finctioning. Rodrigue et al. (1990) used the! Mlarital 

Adjustment Scaie (MAS) developed by Locke and Wallace, while the Koege1 et al. (1983) 



study used the Dyadic Adjusmient S d e  @AS) developed by Spanier (1976). However, 

this should not make a Iarge difference as these two measures have been found to be 

highiy correlateci (r = -93) (Spanier, 1976). The study by Rodrigue et al. (1990) found 

that rnothers of children with autism reported lower marital satisfacîion than mothers of 

chiIdren with Down syndrome. Both rnothers and fathers of cbildren with autism reported 

that Ianguage and cognitive impainnents and children's seif-abusive behaviow were very 

stressa which could contnhte to the lower report of maritai satisfhctioa in parents of 

children with autism versus those with mentai remdation. 

The Rodrigue et al. (1990) study was the first systematically controiied snidy to 

report low marita1 adjustmeat among parents of cbildren with autism, It îs not knom 

from the snidy whether lower levels of marital satisfaction foiiowed the b i  ofthe 

autistic chiid or whether marital relations were strained prior to the child's birth, or 

independent of the autism. Farber (1959), for instance, found that maritai satisfaction 

among parents of severdy retarded children was best predicted by parents' marital 

satisfaction prior to the birth of the chiid. 

Rodrigue, Morgan, and Ge&en (1992), in one of the few studies of &thers of 

children with autism, comparecl fithers of 20 children with autism, 20 chiidsen with Down 

syndrome, and 20 devdopmentaiiy normal children on severai measutes of psych~sociaf 

adaptation. Similar to the results reported by Koegel et al. (1983) they did not h d  any 

significant between-gmups differences for Mers' reported level of marital satisfiwtion.. It 

is possible that fathers did not report many personal or M y  adjustment probIems 

because they are removed h m  day-to-&y child management activities relative to their 



spouse. Since mothers o h  assume prllnary responsibility for the care of îhe special chiid 

(Rodrigue et al., 1990) and are usualiy quite successfùi in this role, fàthers may barbor the 

perception that their personai and fiunily lives have not been significantiy disnxpted. 

The variabiIity in the findings on marital satistkcîion suggests that marital response 

in families of children with autism is not udom and may be dependent upon fâctors other 

than the presence of a disabled child, possiily including the age of the child, distribution of 

burden of care, and the qualiîy of the marital relationship prior to the b i i  of the child 

(Crnic et ai., 1983). The cdnfiicting results noted may reflect sample merences on these 

and other charactefistics. 

In light of the inconsistent kdings reported by Koegel et al. (1983) and Rodrigue 

et al. (1990) regarding manta1 satidktion of parents of chiidren with autism, no specific 

hypotheses wili be proposed witb regard to symptom severity of autism and marital 

adjustment, or to the potentid buffering effects of social support or parental locus of 

control and marital adjustment. 

Familv Relationships 

The F d y  Reiationship Index is a measure of the quality of the f d y  

environment. It is comprised of scores on the cohesion, confiict, and expressiveness 

subscales of the Family Environment Scale (FES). Bristol (1984) reported that 

interviewers rated f d e s  of children with autism as hi& in cohesion, as showing more 

acceptance of and more competence in coping with theh child, and the mothers reported 

fewer depressive symptoms, and better marital adjustment. Henderson and Vandenberg 

(1992) used the FRI as a measure of fàrnily adaptation in their study of 40 mothers of 



children with autism They found that f8müy adjustment was highcr when the extemal 

stressor was less swere, when there was a higher leveî of support, and when 

mothers had a more interna1 locus of controi orientation, 

Familv Social Intemtion 

There is not an abundance of iiteran~e on fkdies of chiltiren with autism and th& 

integration into the community- BristoI (1984) found that fimilies of children with autism 

were higher on mord-reiigious ernphasis and lower on participation in social and 

recreational adVities than tho Family Environment Scale (FES) normative ample. Bristol 

further reported that f d i e s  with an active-recreational orientation, that is, those who 

participateci in social and recreational activities outside of the home or wiîh persoas 

outside the immediate family, were mted as better adapted and more accepting of the chüd 

and reported having happier marrïages. Wolf et ai- (1989). in their study of 30 mothers 

and 27 fathers of children with autism ranghg in age Born 4.5 -19.5 a = 9-34), used a 

wmpatibility subscale in their marital intimacy meauire. This measured the couple's 

ability to work and play together comfortably. The mothers and fathers ofchildren with 

autism reported a lower score than parents ofdeve1opmentalIy no& children and parents 

of children with Down syndrome. The authors suggested that this lower score may reflect 

the lack of recreation tirne in families with children with autism, Parents of children with 

autism fiequently cornplain of a lack of time for recreation, for each other, and for îàmily 

activities because of the heavy burden of parenting, particulariy whea parent relief and 

other services are not available (Fisman & Wolf, 1991). 



Comoarison of Mothers' and Fathers' Perce~tions of their Young Children 

There are few studies that have wmpared the profiles for mothen and M e r s  of 

children with autism and other dwelopmental disabilities on varbus M y  fbnctioning 

measures. However, there are some gened fhdings cornparhg mothers and fàthers of 

children with autism or other dweIopmenta1 disabiities on ratings of symptom severity, 

parenting stress, sociai support, d t a l  adjustment and M y  environment. There is no 

research cornparhg mothers' and fkthers' perceptions of parental locus ofcontroL 

Three studies have examin4 the arnount of agreement between mothers and 

fathers of children with autism on their childnn's behaviow Bebko n aL (1987) fond 

that the level of agreement between mother and father total symptom r a ~ g s  for thek own 

children was high. The instrument used in this study was a 14-item adaptation of the 

Childhood Autism Rating Scale. Families rated their child on the degree of severity for 

14-items using a 4-poim d e :  1 (nomal) to 4 (severely abnomial). 

Konstantareas and Homatidis (1989) found similar results in their assessrnent of 

agreement between mothers' and fathen' ratings of their childrens' symptom severity. The 

degree of agreement between parents was very hi&. Konstantareas and Homatidos used 

the sarne scale as Bebko et al. (1987) and found only two symptoms where the mothers 

and fathers differed, irnpairxnent in human relations and inappropriate affect, which the 

mothers rated as more severe- 

Freernan, Peny, and Factor (1991) also examid if mothers and Mers agreed on 

the severity of child behavioun. Data were collecteci fiom 16 mothers and 16 nithers of 



children with autism who ranged in age fhm 3.9 pars to 20.1 1 years (M = 10.70). 

Freernan et al. (1 99 1) empIoyed the same measwe as in the two shidies just described, and 

found that mothers and fathers agreed on their ratings of chdd bcticming. In summary, 

the research to date suggests tbat mothers and fathers perceive the severity of th& 

Parentintz Stress 

Wolf et al. (1989) examUled parenting stress with the Parenting Stress hdex  (PSI) 

in 30 mothers and 27 fàthers of children with autism who ranged in age fiom 4.5 to 19.5 

years CM = 9.34). They found that mothers and fathers reporteci similar amounts of stress. 

Moes, Koegel, Schrebman, and Loos (1992) ercamined how mothers and fithers 

differentialiy experience stress using the rneasure Questionnaire on Resources and Stress. 

The study included 18 mothers and 12 fithers of chiIdren with autism ranging in age 6om 

3 to 14 years = 6.00). Moes et al. (1992) found that mothers reported sisnificantly 

higher stress than fathers. The stress was related to family and parent pniblems, which 

suggests that mothers perceive greater stress for themselves, other family members, and 

the family as a whoIe in caring for the child with autism. 

Perry, Sario-McGarvey, and Factor (1992) compared 21 mothers and 21 fithers of 

girls with Rett syndrome ranging in age Born 2.1 1 years to 19.6 years (M = 9.50) on 

several measures of functioning. Parenting stress was measuted using the PSI, and 

Peny et al. (1992) found no significant mother-fàther differences for both the Child and 

Parent Domains. 



Beckman (1991) compared 27 mothers and 27 fàthen of children with 

heterogeneaus types of disabilities ranghg in age fiom 18 to 72 months (&f = 46 months), 

on their reported levef of parenting stress using the PSI- The range of disabilities included 

cerebd palsy, autism, xnuitiple disabiities, genetic disorders resuiting in developmentai 

delay and general delays of unknown O Beckman (1991) found h t  mothen and 

fathers reported similar lwels of stress on the Child Domain and General Lifé Stress 

d e s .  However, there was a signifiant difference between mothen and fatbers in the 

Parent Domain. Mothers reporteci higher leveis of stress on the following subscaies: sense 

of competence, isolation, health, role restriction, depression, and relationship with spouse. 

Fathers reported higher lwels of mess in the area of attachment. Beckman (1991) 

suggests that the mothen and fathers had difEerent perceptions ofthe eEect of th& chiid 

on their lives. 

Using the PSI, Kraus (1993) examineci the similarities and ciiffierences in parenthg 

stress in 12 1 mothers and 12 1 fathets of toddlers with disabilhies ranging in age fiom 3 

months to 16 months. The range of disabilities included Down syndrome, motor 

impairment, and developrnentai delay of unknown ongui. Kraus (1993) found that fathers 

reported significantly more stress than mothers in the Chüd Domah, specificaily in the 

areas of child's adaptability, mood, and rsorcement of the parent. In the Parent Domain 

mothers reported significandy more stress than fâthers, specificaiiy in the areas of 

restrictions in their role, relations with spouse and parent heaith. Fathers reported 

significantly more stress associated with attachment. 



Social Su~port 

Crowley and Taylor (1994) compared the perceptions of 922 mothers and 922 

fathers on the F d y  Support Scde (FSS) in a samp1e of parents ofchildren with 

disabilities. Data for this research cornes fiom the longitudinal studies of the Early 

Intervention Research Institute. Families were recruited at 17 difFient sites across the 

United States. Demographic information conceming the age range of the children or their 

specific disabilities was not provided. Crowley and Taylor (1994) found that mothers and 

fathers responses were signincady different on 11 of the 17 items invesbgated. The item 

conceming school support was not inc1uded in the d y s e s  because the mjority of 

children in the sample were not attending school due to their age. Mothm reportecl 

higher satisfaction 6 t h  support fiom parents, relatives, fnends, parent groups, phypicians, 

professional helpers, and early uit ervention services. Fathers reported having more 

spousal support (cg., spouse, spouse's parents and spouse' fkiends). Mothers and fàtfiers 

reported sirnilar Ievels of support fiom professional agencies, church, social groups, 

coworkers, and spouse's relatives. Kraus (1993) compareci the mothers' and fàuiers' 

responses on the FSS and found no signincant Merences between the parents on the 

network sue or satisfaction of their social support. 

Marital Adiustrnent 

Perry et aL(1992) examined 19 mothers and 19 fàthers of girls with Rett syndrome 

on the Dyadic Adjustment Scde @AS) and found no significant differences in reported 

level of maritai satiSraction between mothers and fathers. 



Famifv Environment 

Peny et al. (1992) compared the scores of 20 mothers and 20 fathers of giris with 

Rett syndrome on the FES. They found rnothers scoreci sisnificantly higher than the 

fathers on three of the subscales, Cohesion, Expressiveness, and Independence. 

There are ùiconsistencies in the iiterature concerning mothers' and fithers' 

perceptions of both parenting stress and social support and little research examinhg 

marital adjustment and tamily environment. Many of these inconsistencies are due to the 

different samples used in the various studies. The studies vary across agc of child, 

disability of child, size of sampie, and measures used to assess family bctioning. At this 

point there is Little information about fithers and how their perceptions are sinnlar to or 

dBerent fiom mothers. For the present study, due to the sparse amount ofliterature and 

not howing how many fathers would participate in the study, no specific hypothesis were 

proposed. 

Desdotion of Present Studv 

ln an attempt to better understand the specific variables associated with successfui 

adaptation in families of young children with autism, the present study examined the 

perceptions of parents on several measures pertaining to the experiences of p a r e n ~ g  and 

M y  fùnctionuig. The study focused on parents of children aged 6 years and younger to 

try and identify sorne of the variables that may be related to better adjustment for these 

families. Most studies demonstrating a relationship between chüdhood behaviour disorders 

and family stress or parent adjustment have focused on school-aged chüdren Donenberg 

& Baker, 1993). It is important to e w n e  the magnitude and type of reaction that 



children with autism have on their M e s  during the preschool years, a tirne when 

intervention may be especiaiiy effective. In the pst,  detection of autism tended to occur 

unacceptably late, usuaiiy never before the child was 3 years of age (Baron-Cohen, Allen, 

& a b e r g ,  1992). However, research has shown tbat the eariy years (Le., fiom birth to 

three years) are critical for the autisiic child, and that early intervention programs 

represent a promising m e n t  option (Lovaas, 1987; McEachin, Smith & Lovaas, 

1993). Therefore, early diagnosis is essential. In order for the families to begin treatment 

ailer receiving a diagnosis they need to be coping effectively in order ta begin the process 

and make informed decisians. Dunst, Leet, and Trivette (1988) suggest that parents will 

be more wilIing and able to positively affect their chiidren's development when the 

parents' most pressing needs for personai weU-being are met. The hdings of the m e n t  

study may help professionals and parents to gain a greater awareness of the factors related 

to adjustment in families of young children. In the fùture, this increased awareness may be 

beneficial both to M i e s  and professionals in identmg resources that are most helpfbl 

to parents raising a chiId with autism. 

In the field of chiidhood disability and the family's response to it, mothers have 

been the most studied famiy member (Seligman & Darling, 1997). There are only a 

handfùl of studies of fathers of children with disabilities (Marsh, 1992). Most of these 

have focused on fathers of children with mental retardation to the exclusion of children 

with other developmental disabiIities (Seligrnan & Darling, 1997). Fathers have been 

largely neglected in previous research of W i e s  of children with autism, especiaiiy kthers 

of preschool age children. Fathers were asked to participate in the present study to learn 



more about the dynamics of the entire fiimily by imrestigathg the amüarities and 

merences in the adjusmient of mothers and fithers to the demands of raising a child with 

autism 

Using the Hdl ABCX mode1 as a generai guiding fiamework, the parent's 

perception of the severity ofautism was conceptualized as an ongoing stressor for the 

famiIy. Social support was viewed as a rexiusce with the potentiaf to b& the impact of 

autism severity on farnily adjustment. Parental locus of control was viewed as an index of 

the f d y ' s  cognitive appraisai. Adjustment in the M y  was measured by investigating 

parenting stress, marital adjustment, famify relationship, and the family's social integration 

into the comrnunity. 

H'otheses 

Parenting Stress 

mothesis 1. Based on the findings of the Komtantareas and Springer (1987) 

study which found that swerity of autism was sigdicantly related to parental stress, it is 

predicted that the more severe the child's autism, as dehed by the fiequency of 

syrnptomatic behaviors, the higher the level of parent reported stress. 

H-vpothesis 2. Based on the findings of the Bristol (1984), Wolfet ai. (1989), Gili 

and Harris (1991) and Henderson and Vanderburg (1992) hidies that found that stress 

among mothers of children with autism was less when mothers receivved social support, t 

is predicted that the higher the parent's satisfaction with social support the lower the level 

of parent reported stress 



Hwothesis 3. Based on the hdings of the Heriderson and Vauderburg (1992) 

study that found that M y  adjustmeat was greater for those with a higûer interna1 locus 

of control orientation, it is predicted that the higher degree ofintemality, the lower the 

level of parent reported stress. 

Familv Relationshi~s 

Hwothesis 4. B a d  on the findings of the Henderson and Vandenberg (1992) 

study which fond that severity ofautism was related to fàrdy adjustment, it is prediaed 

that the less severe the autism, the higher the scores for M y  relatiorship as reported by 

the parent. 

Hwothesis 5. B a d  on the findings of the Hendenon and Vandenberg (1992) 

study which found that social support was related to family adjustrnent, t is predicted that 

the higher the parent's satisfàction with social support, the higher the scores for fiimily 

relationship as reported by the parent. 

Hwothesis 6. Based on the findings of the Henderson and Vandenberg (1992) 

study which found that locus of control was related to family adjustment, it is predicted 

that the higher the degree of intemality, the higher the scores for farnily relationship as 

reported by the parent. 

Familv Social Inteszration 

Hwothesis 7. Based on the findings of Bristol (1984), it is prediaed that the more 

severe the child's autism as mea~u~ed by frequency of symptomatic behaviors, the lower 

the level of family intesfation as reported by the parent. 



Hmothesis 8. Based on the fmdings of Bristol (1 984), which found that socid 

support was an important family resource in succesdbî adaptation to the demands of 

parenting a child with autism, it is predicted that the higher the satidàctioa with social 

support the higher the level of social htegration as reporteci by the parent. 

Hwothesis 9. Based on the literature concerning locus of controf, it is predicted 

that parents who report a higher degree of intemality will report higher levels of social 

integraion. 

Mode-ort and Parental Locus of Control 

Hw~thesis 10. B a d  on the fiaciings of the Peterson (1984) and Woifet al. 

(1989) studies that found the positive effects of social support as a moderator variable, ï t  

is predicted that social support will moderate the eEects of autism severity on the criterion 

measures reported by the parents. It is predicted that the reports for parenting stress, 

marital adjustment, family relationships, and f d y  imegration for parents with low and 

high levels of satisfaction with social support will not be diierent under low symptom 

swerity but wiif mer  under reports of high symptom seventy. The buffering effect 

indicates that support is effective oniy for abjects under high stress. 

Hmothesis 1 1. Based on the findings of Knwse and Stryker (1984) tbat locus of 

control has a moderating effect in the relationship besween life stress and weii-king, it is 

predicted that the relatioaship between severity of autism and parentins stress, marital 

adjustment, fiunily relationships and M y  integmtion will be weaker for a parent with an 

intemal as compared to an extemal locus of control orientation. It is predicted that parents 

who report higher levels of symptom severity and have a mon interna1 locus of control 



orientation will have lower l d s  of reporteci stress, higher Ieveis of marita adjustrpent, 

and higher famiy relationship and f d y  integraton than parents who report high leveis of 

severity of autism and have a more e x t e d  locus ofcontrol orientation- It is hypothesized 

that parents with a more interna1 parental locus of control orientation are less influencecl 

by stressors than are parents with a more exterd locus of control orientation. 

mathesis 12. B a d  on the hdings of Sandler and Lakey (1982) wnceming 

social support and locus of control as moderator variables, it is predicted that parents who 

report hi@ levels of severity of autism, and who have a more intemal locus ofcontrol 

orientation will be more satisfxed with their social supports than parents who have a more 

e x t e d  locus of control orientation- 



CHAPmTWo 

METHOD 

Parti*ci~an t s  

Fifty-two families of preschool age chüdren (2-6 years) with an autistic or 

pervasive datelopmentai disorder were recruited fkom the Calgary, W&peg, and Ottawa 

regions. Due to the low prevalence rate of autism, multiple sites were contacteci in an 

effort to obtain the largest possible sample. For 22 of the families, both the husband and 

the M e  participated; for 28 fhilies only the mother participated. Of these, 20 mothers 

were ftom two parent families in which the nither did not participate and 8 were single 

mothers. For two families, ody the father participated, the mothers did not retuni th& 

package. Thus a total of 50 mothers and 24 fathers participated in the shidy. Parents 

ranged in age fiom 25 to 56 years. The mean age for the mothers was 35.4 years (SD = 

5.76); the mean age for the fathers was 38.4 years (SD = 5.95). 

Measures 

The foilowing seven seKadministered questionnaires were induded in the package 

that was rnailed to the parents participating in the study: (a) a demographic iaformation 

form which was constructed for this study; @) the Gilliam Autism Rating Scde (GARS; 

Gilliam, 1995); (c) the Parental Locus of Control Scale (PLOC; Campis et al., 1986); (d) 

the Family Support Scale (FSS; hinst, Jenkuis, & Trivette, 1984); (e) the I3yadic 

Adjustment Scde (DM; Spanier, 1976); (f) the Parenting Stress Index (PSI; Abidin, 

1995); and (g) the Family Environment Scale (Moos & Moos, 1994). 



With the exception of the demographic measure, aU questionnaires had been 

developed and tested preMously in research with f d e s  with children with a 

developmental disabiiity- Descriptions of these masures are presented beiow. 

Demom~hic Information Fom 

This instrument (entitled Farnily Infornation; see Appendix A) requested 

information f?om the parent who wmpleted the questionnaire about themselves and their 

families. If both parents were pamcipating in the study the f o m  was cornpieteci by both 

the rnother and the father. The demographics ofprimary interest were: age of primary 

caregiver, marital stanis, education, occupation, employment status, age of chiid, 

diagnosis of chiid, type of treatment, and number ofchildren in the home. 

Gîlliarn Autism Rating Scale (GARS) 

The Giliiam Autism Rating Scale was developed by Giliiarn (1995) to id- and 

diagnose autism in individuals ages 3 through 22, and to estimate the severity of the 

problem. Items on the GARS are based on the definitions of autism adopted by the Autism 

Society of America and the Diagnostic and Statisticd Manual of Mental Disorders, Fourth 

Edition (Amencan Psychiaûic Association, 1994). Each item on the GARS is based on 

behavioral descriptions of emples of autistic characteristics used in these definitions 

Because the definitions are behaviorally specinc, and replete with examples, the 

relationship between the dennitions and the test items is easy to see (Güliam, 1995). The 

GARS is a behavioral checklist that is comprised of subtests of 14 items each. Each 

subtest is comprised of items describing behaviors that are symptomatic of autism. There 

are four subtests on the GARS: Stereotyped Behaviours, Cornmulzication, Social 



Interaction and Developmental Disairbances. A brief description of each of the subtests is 

contaïned in AppendDr B. A total score is tabdated fkom the four subtests which &es an 

Autism Quotient. The GARS is easily completed by parents and others who have 

knowIedge of the subject's behaviour or the greatest opportunity to observe h i .  or her. 

N o m  are provided for determinhg the likelihood that a subject has autism and the 

severity of the disorder. ïhe response format of the scale is a rating systern The 

respondent is asked to rate each item accordhg to its fiequency of occurrence. The 

following guidelines are given: û= Never Observed; 1 = Seldom Obsewed; 2 = Sometimes 

Observed; and 3 = Frecpently Observed. 

The GARS was standardized on a sample of 1,092 individuals wiîh autism fiom 46 

states in the U.S, the District of Columbia, Puerto Rico, and Canada Thirty-one percent 

of the normative sample used in the dwelopment of this instrument were children aged 6 

years and under. Intemal consistency of the GARS revealed Cronbach's alpha coefficients 

of .9O for Stereotyped Behaviors; -89 for Communication; -93 for Social Interaction; .88 

for Developmental Disturbances; and .96 for the Autism Quotient. The validity of the 

GARS was demonstrated through several research studies. Discriminant validity studies 

demonstrated that scores f?om the GARS can be used to identify subjects who belong to 

difrent diagnostic groups. Concurrent validity refm to the fkt that the sale correiates 

with other measures in a theoretically meaningful way. Concurrent validity was 

established by correlating scores on the GARS with scores from the Autistic Behaviour 

Checklist (ABC) (GiIIiam, 1995). SigniGcant positive correlations (ranging Corn r = .37 to 

r = .94) were obtained between comparable subtests on these two instruments. 



Parental Locus of Contra1 Scale PLOC) 

The Parental Locus of Control Scaie (see Appendix C) was developed by Campis 

et al. (1986) to measure parental expectancies to detenmine if parents view their chiid's 

behavioür as a dkect consequence of their parenting efforts (internai locus of control) or 

as outside the reach of their parenting efforts (extemai locus of control). The instrument 

consists of 47 items rated on 5-point Likerî scales. The items are grouped into 5 subscales 

each of which yields a separate score. These are Parental Efficacy, Parental 

Responsibility, Child Control of Parent's Lie, Parental Beiief in Fate or Chance, and 

Parental Control of Chiid's Behaviour. A bief description of each of the subscales is 

contained in Appendix D. Low scores on the PLOC suggest an internai orientation, 

whereas high scores indicate the oppofite. 

Carnpis et ai. (1986) reportai good total scde reliabiity (alpha = .92). Four of the 

five PLOC subscales had adequate reliability coefficient values. Alpha coefficients for the 

individual subscales were -79 (Parental Responsbility), -66 (Child Control), -70 

(FatelChance), and .71 (Parental Control). The fifth subscale, Parental Efficacy, had a 

much lower alpha coefficient value (-44). However, the authors found that deleting one 

item fiom the scde wbkh was ambiguous improved the coefficient to -62. The authors 

firther recommended that fiture researchers omit this item, ("My child usuaiiy ends up 

getting hisher way, so why try"). Thus, for the purposes of this study this item was 

deleted fiom the questionnaire. The study provided evidence for the construct validity of 

the overall PLOC and its five subscales as masures of parents' locus of control beliefs. A 

moderate correiation (r = -33, p < -01) between the PLOC and a more p e r d  construct of 



locus of control as measured by the Intemal-Extemal Locus of Contrd Scde (GE) 

developd by Rotter (1966) indicated that the PLOC taps a related but not identical locus 

of control constn~ct. The 1-E scale is a me!asure of generalized expectancies and is 

therefore only appropriate for predictiog behaviour in situations that are ambigmus and/or 

novel for the individual (Campis et al., 1986). 

Roberts, loe and Rowe-ElalIbert (1992) examineci the intemai consistency and test- 

retest reliabiliîy of the PLOC in samples of parents of 2 to 12 year old childrea Good total 

scale reliability was reported (alpha = -8 1). The test-retest reIiabiIity coefficient was -83. 

A review of item content indicated that alI items were developmentdy appropriate for 

parents with 2 to 12 year old children (Roberts et al., 1992). Roberts et ai. (1992) tested 

the discriminant vaiidity of the PLOC on their sample of chic (n=72) and nonclinic 

(n=3 1) parents. Roberts et al. (1992) used all five subscaies in their research and found a 

si@cant effect indicating that chic parents (M = 12 1.7) tended to have a more extenial 

locus of control than nonclinic parents a = 108.2). 

Familv Sumort Scale (FSS) 

The Family Support Scale (see Appendix E) was developed by Dumt et al. (1984) 

to assess a parent's perception of the helpfulness of various support sources in raising 

young children. The FSS is desiped to measure qualitative aspects of support; namely 

satisfaction with support as weii as degree ofperceiveci helpfûiness. The FSS is an 18-item 

self-report meawre designecl to assess the degree to which potential sources of support 

have been helpful to f d i e s  rearing young children. Ratings are made on a five-point 

Likert scale ranging fiom Not At Ail Helpfbi to Extremely HeIpfiü. The scale was 



origindy developed as part of an bstigation examining influences of social support on 

the personal and familial weU-being and coping of parents rearuig preschool hmdicapped 

children (Dunst et al., 1984). 

Recent analyses have been done in order to m e r  establish the relïability and 

vaüdity of the scale @unst, Tnvette, & Hamby, 1994). To investigate refiability and 

validity, the authon examineci the responses of 2% parents of developmentaliy 

handicapped preschool children. Coefficient alpha cornputad fiom the average 

correlations among the 18 sale items was -79. 

The authon conclude that the FSS is a highiy reliable and valid instrument capable 

of discrimiaating among persons mering in levels and degras of stress, coping and 

family integrîty. In addition to prediaing personal and familial weli-being, the scale 

predicts styles of parent-child interactions, persond expectations for children, and parental 

perceptions of child behavior problems. 

Dvadic Adiustment Scale CDAS) 

The Dyadic Adjusmient Scale was developed by Spanier (1976) to assess 

different areas of marital niactionhg. There are four subscaies on the DM: Dyadic 

Consensus Dyadic Satisfàction, Anectiond Expression and Dyadic Cohesion. A brief 

description of each of the subscales is contained in Appendix F. 

The DAS has been widely used in many studies, and scores on the DAS are 

positively correlated with scores on other measures of marital adjustment (Spanier, 1976). 

Also, scores on the DAS have been shown to discriminate between manieci and divorced 

respondents (Spanier, 1976). The interna1 consistency reliability coefficients for the total 



sale and the four subscales are quite high; Dyadic Consensus Subscale (-90); Dyadic 

Satisfaction Subscale (-94); Dyadic Cohesion Subscaie (-86); Affectional Expression 

SubscaIe (-73); and the overall d e  (-96) (Spanier, 1976). 

The Dyadic Adjustrnent S d e  has been used in hundreds of chicai and 

experimental research studies, and its validity has been weli established using a number of 

different techniques. ûverali, the significance of the midence gaùied fiom this extensive 

iiterature is that the DAS assesses an important coasbuct which hsrs strong expianatory 

and predictive utility in the characterization of marital and other dyadic relationships 

(Spanier, 1989). 

Parenting Stress Index TPSQ 

The f arenting Stress Index was devebped by Abidin in 1985 to assess general 

stress and challenges in parent-chiid dyads. Tiie PSI is a 101-item self-report 

questionnaire designeci for screening and diagnosis of parental stress in parents of children 

under age 10. The PSI assesses stressttI child, parental, and situational characteristics. In 

the child domain, the subscales include ChiId DistractibiIity/Hyperactivity~ Adaptabiity, 

Child Reinforces Parent, Child Demandingness, CMd Mood, and Acceptability of the 

ChiId to the Parent. In the Parent domain, subscales include Parent's Sense of 

Cornpetence, Social Isolation, Parent Attachent, Physical Health, Restrictions Imposed 

by the Parentai Role, Parent Depression or Unhappiness, and Relationship with Spouse. A 

bief description of each of the subscales is containeci in Appendix G. 

The rdiability information siven in the manual reports that test-retest correlations 

in the Parent domain were .71, -91, and .69 and in the Chiid domain, .82, $3, and .77 for 



intervals of 3 weeks, 1-3 months, and 3 months, respectively. Alpha reliabüities raaged 

fiom -62 to -70 for the subscales of the Child domain and -55 to -80 for the subscaies of 

the Parent domain; alpha for the total Child dornain score was -89 and alpha fit the Parent 

domain was -93. Total stress score dpha was -95. The manual outiines many studies thaî 

have successfully demonstrateci the PSI'S content, constnict, and criteriondateci validity. 

For example, the PSI successfdly discnminated between samptes of piysically abusive and 

nonabusive mothets @ksh, Johnston, & Kovitz, 1983). in a study cornparhg parenthg 

stress for families of children with autism, children with Down syndrome, and normally 

deveIoping children (Wolfet ai., 1989), PSI scores were higbest for rnothers and fàthers of 

children with autisrn. 

Farnilv Environment Scale @ES) 

The Family Environment Scale was developed by Moos and Moos in 1986 to 

meanire the social-environmental characteristics of al1 types of families. The Real Form 

(Fom R), consists of 90 tnidfalse items that masure people's perceptions of their 

conjugal or nuclear family environments. The FES is comprised of ten subscales that 

assess three underlying domains, or sets ofdimensions: The Relationship dimensions, the 

Personal Growth dimensions, and the System Maintenance dimensions. 

The Relationship dimensions are measured by the Cohesion, Expressiveness, and 

Conflict scales. The Perscuial Growth or Goal Orientation dimensions are mea~u~ed by the 

Independence, Achievement Orientation, InteIiectual-Cultural Orientation, Active- 

Recreational Orientation, and Mord-Religious Emphasis subscales. The System 



Maintenance dimensions are measured by the ûrganization and Coatrol Subscaies. A brief 

description of each of these subscales is contained in Appendix H. 

The intemal consistencies (Cronbach's alpha) are ail in an acceptable range: 

Cohesion (.78), Expressiveness (.69), Codict (.75), Independence (.61), Achievernent 

Orientation (.64), Inteilectual-Cultural Orientation (.78), Active-Recreationd Orientation 

(.67), Moral-Religious Emphasis (.78), Organization (.76), and Control(.67). Test-retest 

reliabilities after 8 weeks are ail in an acceptable range, varying fiom a low of -68 for 

Independence to a high of .86 for Cohesion. 

ï he  Family Relationship Index m, is a sunmary index derived nom the FES 

that is a meanire of the quaIity of social relationships in the fândy environment. The FRI 

is the sum of the Cohesion, Expressiveness, and Codlict (reversed) s u b d e s .  This index 

has high intemal consistency (alpha = -89) and good consmict validity (Billings & Moos, 

1982; Hoge, Andrews, Faulkner, & Robinson, 1989; Holahan & Moos, 1982). 

The Family Social Integration Index (FSII), is a su- index denved @om the 

FES that is a masure of the family's involvement in the cornmunity. The FSII is the 

average of the standard scores for the Intellectual-Cultural Orientation, Active 

Recreationd Orientation, and MoraGReligious Emphasis subscales. To obtain a high score 

on each of these d e s  rquires involvement in the community (e-g., going to a concert, 

joining an athietic team, being involvexi in church act~ties). This index is reported to be 

intemally consistent and as having good constnict validity (Moos & Moos, 1994). It has 

been used as summary measure of the extent to which a f d y  is socially integrated into 
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the community. The alpha for this index is -66 (Corse, Schmid & Trickett, 1990; Trickett, 

Carison, Aber, & Cicchetti, 1991). 

Procedures 

Initial contacts were made with familes of preschwl age children with an autistic 

or pervasive developmental disorder through a letter acplaining the project (see Appendix 

1) and an accompanyhg letter of support fiom the participaîïng agencies (Society for 

Treatment of Autism, Calgary, AB; Children at Risk, Onawa, ON; Heaith Sciences Centre 

(Autism Prograrnj, Winnipeg, MB) (See Appendk J). Parents of chüdren receiving home 

based therapy in the Calgas, area were contacted via individuais farniliar with the familes. 

The initial recruitment letters were disiributeci in the Cdgary region at the beglluiing of 

July, 1996, followed by the dis tr i ion ofletters in Ottawa towards the end ofJuly, 1996. 

The letters to Winnipeg were not sent out untit the end of August, 1996. To presewe the 

confidentiality of both the agencies' mailing Iists and the familes, parents who wished to 

participate were asked to contact the researcher. The parents in Calgary and Ottawa were 

given a phone number to contact the researcber directly. A toii f?ee number was provided 

for al1 families who Iived outside of the Calgary region. Due to the initial poor response 

rate from the Calgary and Onawa families a modification was implemented for the 

Winnipeg families. The families who wished to participate in the study had the option of 

phoning the researcher o-sending a form with their name and phone number in a self- 

addressed stamped envelope indicating interest, and the researcher wodd contact them 

directly . 



In an effiort to increase participation rates a second letter was sent to the fàdies  

in Calgary approxhately 12 weeks &et the initial letter, and in ûmwa approximateiy 5 

months after the initiai Ietter was sent. The second letter (see Appendix K) included the 

response format modif?cation implemented for the Wuinipeg hilies. The parent had the 

option of contacting the researcher directly or having the researcher get in touch with 

them by sending a fom indicating their interest for mer information regarding the 

study. 

The researcher spoke directly with each parent who inquired about the study. The 

researcher closdy foilowed a teiephone script (see Appendix L) when spakhg with the 

f d e s  to ensure that aiI parents were receiving the same information and were addresseci 

in a similar manner. It was explained that participation would take approximately one hour 

of their t h e .  Ifa parent was interested in participating in the study, a package of 

questionnaires was mded to their home with a self-addressed stamped envelope fbr the 

parent to mail the compIeted package to the researcher. In accordance with m e n t  ethicd 

guidelines for research in which questionnaires are maiied, participants were not required 

to sign and retum an idonned consent fonn. The information reqWed for informeci 

consent was combined with detailed instructions for participation (see Appendix M), and 

the consent fonn (see Appendbc N ) was included with the set of questionnaifes in an 

envelope in which the puent could enclose and retum the completed package. A separate 

form (see Appendii O ) was included which participants could comptete and return if they 

wished to receive a summary of the results. To control for potentiai order efkts ,  the 

order of questionnaires within sets was completely randomized. Each participating mother 



and father received their own package which was given a code on the top l& corner of 

the questionnaires which indicated the gender ofthe participant, the city of residence, and 

a subject number. AU husband and wives who phcipated jointly were givm the same 

number to ensure the researcher wouid be able to identify husband-wife dyads. 

Arrangements were made in each city for a charterad psychologist to be availab1e 

to the parents ifthey felt distressed foliowing the completion ofthe questionnaires. AU 

three psychologists were wntacted at the conclusion of the study, April 1997, and the 

researcher was infonned that none of the f d i e s  f?om Calgaty, Winnipeg, or Ottawa 

contacted the psychologists folIowing the completion of the questionnaires. 



Demoua~  hic Characteristics 

The study included fimilies ftom three Werent cities in Canada; Calgary, 

Winnipeg, and Ottawa A total of 159 families were sent letters inviting them to 

participate in the studsr, 1 10 parents responded ta the letter and agreed to participate in 

the study and 76 of these parents completed and returned thek questionnaire package. 

Two mothers were excluded fiom the sampIe because they provideci an insuf][icient 

amount of information, leaving 74 parents whose responses were coded for M e r  

analysis. A complete listing of the response and retum rates for mothers and Mers who 

participateci in the study âom each of the three cities is presented in Table 1. 

Thirteen of the mothers were f?om Calgary, 25 were nom Winnipeg (two rnothers 

were excluded from the study due to an insutncient amount of data on questiomaires), 

and 14 were fkom the Ottawa region Six ofthe fathen were tiom Calgary, 11 were f?om 

Winnipeg, and 7 were fiom Ottawa. Fortysne o f  the 50 rnothers were &ed, 8 were 

divorced or separated, and 1 was living cornmon-faw. AU but one of the 24 fhthers was 

married, and one was living common-law (see Table 2). The demographic information 

presented in Table 2 reveais that 82% of the women in the sample are mamed which is 

consistent with the nwnber of two parent f d i e s  in today's Canadian society. Findings 



Table 1 

Reswnse and Retum Rates for Families Participathg in the Study 

Calgary W&peg Ottawa Total 

Number of letters distributed 35 

Number of fbdies who responded 19 (54%) 

Number of packages sent out 
Mothers 19 
Fathers 9 

Number of packages retwned 
Mothers 13 (68%) 
Fathers 6 (67%) 

Note. Two rnothers fiom Wuuiipeg were excluded nom the study due to an iasuflncient 
amount of data on questionnaires. 



Table 2 

Dernommhic Characteristics of the Parents 
- -- 

Demographic Variables Mothers Fathers Total 
n=50 ne4 N=74 

Mean Age (years) 
SD 

Marital Status 
Mamed 
SeparatedDivorced 
Common-law 

Employment S tatus 
No employment 
Part-thne employment 
Fuli-time emp b yment 

Education 
Below high school 
High school graduate 
Partial coUege or university 
University/College graduate 
Graduate Training 

Hohgshead SES Index 
Major businesdprofessional 
Medium businesdminor professional 
SMed craftsrnen, cterid, sales 
SerniskiUed workers 
Unskilled laborers 



fiom the National Longitudinal Swvey of Chiidren and Youth in Canada indicate that 

"... ..84.2% of children in Canada aged û-11 years iive in a two-parent M y . "  (p.28) 

(Statistics Canada, 1996). Fi - two  percent of the mothers in the sample do not work 

outside of the home, while 34% work part-the, and 14% work M-the. 

The Holiingshead Four Factor Index is a measure of socioeconomic status (SES) 

that was deriveci for each fâmily by combining weighted scores for each parents' 

educational level and occupational type (EIolhgshead, 1975). For two-parent fiimilies, 

both parents' education scores (which range fiom 1 = l e s  than seventh grade education to 

7 = graduate degree) are weighted by 3 and averaged. Parents' occupation score (which 

can range fiom 1 = menial s e ~ c e  workers/chronidy unemployed to 9 = major 

business/professionaIs) are weighted by 5 and averaged. The two scores are then summed 

to find the family SES figure. If the mouler was a homernakeq just the Mer's 

occupational score was used. In the case of single parent homes, only the resident 

parent's education and occupation scores were used. Scores on the Hoüiigshead Index 

can range fiom 8 (elementary school education, chronidly unemployed) to 66 (graduate 

degree, large business owner or professional). The mean score for the current sampie was 

44.74 (SD = 13.67) with scores ranging fiom 12-66. Scores ranghg tiom 40-54 are 

represented by occupations of medium business, minor professonai, and technical 

workers. The majority ofthe fkdies fel into the rniddle to upper classes. Families of low 

SES are undmepresented in this study. 

In examinhg the child characteristics (see Table 3) of the sample, the gender ratio 

is between 3-4:l (39 males and 11 fernales) which is consistent with wbat one would 



Table 3 

Demommhic Characteristics of the Children 

Demographic Variables Total 
N=50 

Mean age (months) 
SD 

Mean age of diagnosis 
SD 

Gender 
M e  
Fernale 

Number of siblings in family 
No sibihgs 
One sibling 
Two siblings 
Tbree siblings 



expea  to fÏnd in the autistic population (Lord, Schopler, & Reviclci, 1982; VoIkmar, 

Szatmari & Sparrow, 1993). The mean age of children in the sample is 57.98 months 

(SD = 12.07), and the mean age of initiai diagnosis as reported by the parents was 34.40 

months (SD = 8.42). 

The resuits will be presented in five sections. Fint, preliminary analyses of the 

data including descriptive statistics for the mother's rosponses for each ofthe 

questionnaires wiil be presented. This wiii include the comparison of the mother's scores 

for children who were diagnosed autistic versus those diagnosed PDD-NOS. For the 

GARS, PLOC, PSI and the DAS, separate m ~ l t i v ~ a t e  d y s e s  of variance (MANOVA) 

were performed as these meames consist of severai dependent variables. MANOVA is a 

generalization of analysis of variance (ANOVA) to a situation in which there are several 

dependent variables. By considering several dependent variables at once muitivariate 

analyses allow the researcher to hold the probability of making one Type 1 error at alpha. 

Independent t-tests were c d e d  out for the FSS, FRI, and FSII as there is ody one total 

score for each of these measures. 

Secondly, the mother's overaii scores on each of the meaSuTes wül be cornpanxi 

with normative data fiom previous research Athough the normative groups presented by 

the authors of the separate measures may not be diredy comparable to the cument sample 

in terms of the children's ages and their diagnoses they provide the basis for a general 

comparison. 



Third, an examination of the correlations between certain demographic 

characteristics ofthe mothm on the predictor, moderating, and aiterion measures will be 

presented. Fourth, the muderateci regression analyses that were used for all hyjmthesis 

testing wiii be presented. The d t i n g  sample size of fithers was insufticient to perform 

multiple regression analyses. Howeil(1992) reports that a sample size which exceeds or 

equds the number of predictors plus 40 yields acceptable reliability of correlation 

coefficients in multiple regression analyses. A sample size of 24 fathers is clearly 

insufIicient for 7 predictors. In the present study, a sample size of 50 mothers is adequate. 

In moderated multiple regression the influence of a presumed moderator variable is tested 
. 

by means of the inclusion of an interaction term, which is the product of the moderator 

and main effect variables, in the regression equation In the present study, in addition to 

main effect variables of severity of autisxn, social support, and locus of controi, four 

interaction tenns were included in each of the four separate regression equations 

predicting parenthg stress, marital adjustment, family relationship, and family social 

integration: severity of autism x social support, severity of autisrn x locus of contrai, social 

support x locus of control and finaiiy, severity of autism x sucial support x locus of 

controI. Harris (1 985) reporte. tbt  one should not test interaction effects with 

continuous variabies by using the raw score cross-products, but instead should use the 

deviation score (Le., each score minus its meau) cross-products. Aiken and West (199 1) 

cali the variables that have been converted to deviation scores "centered". The centered 

original variables and the cross-product of the centered variables (the interaction term) are 



the predictors. This transformation was done to minimize problems with muiticoilineafity 

that often m r  with product terms (Jaccard, Wan, & Turrisi, 1990). 

The finai sections ofthe r d t s  wiii involve exploratory analyses. in order to 

determine if certain symptomatic behaviours of autism are more predictive of fàmily 

adjustment problems, the four subtests of the GARS will be entered into four separate 

stepwise regressions to examine parenta1 stress, maritai adjustment, M y  re!Iationship, 

and family sacial integration. Finally, descriptive information conceming the mothers and 

fathers will be presented foilowed by a cornparison between the parents across the 

different measures. These analyses will be done by using repeated measures MANOVA 

and paired samples t-tests. 

Mothers of Children with Autism and PDD-NOS 

Fifty mothers of children participateci in this study. Thirty of the cMdren had 

previously been diagnosed as having autistic disorder, and 20 of the children received the 

diagnosis of PDD-NOS. PDD-NOS is typicaliy thought of as a less severe form of autism 

and for this teason it was of interest to see if ratings by the rnothers of the chilcisen with 

autism difFered h m  those of mothers of children with PDD-NOS. A MANOVA was 

carried out to compare the two groups on the GARS. Although mothers ofchildren 

diagnosed with aubsm rateci their children as more severe than the mothers of children 

diagnosed with PDD-NOS on all of the individual subtests and Total Autism Quotient on 

the GARS measure (see Table 4), there were no significant differences found between the 

two groups. In order to determine ifthese two groups of mothers difEered on their ratùigs 

on the PLOC, PSI, and DAS, multivariate analyses were carrieci out. Independent t-tests 



Table 4 

Aubsm Pe~vasive Total 
Developmen~ 

Stereotyped 
Behavior 

Communication 

Social 
Interaction 

Developmental 

Total Autism 
Quotient 

Note.Sample size varies on different subtests as it is not necessary for the parent to - 
complete ail subtests in order to receive an Autism Quotient. 



were used to compare the two groups on the FSS, FR1 and FSII. No mdtivariate 

statisticd Merences were found between the mothers of autistic versus PDD-NOS 

children for the PLOC, PSI, DM. There were ais0 no signifiant düEerences between the 

two groups of mothers on the FSS, FRI and FSII using independent t-tests. In iight of the 

lack of statisticaliy signifiant differences between the mothers of children with autism and 

the mothers of children with PDD-NOS on the seven rneasures used in thk study, the 

scores for mothers in the two groups were combined for 1 subsequent analyses. 

Com~arison of Currem Sample of Mothers to GARS Normative SampIe 

The GARS' (Gilliam, 1995) normative sample was composeci entirely of 

individuals age 3-22 diagnosed with autism A subject's score fkom the GARS can be 

compared with the scores fiom the normative sample to d n d e  the Wrelihaod of the 

person having autism. The best overall estimate of a subject's behaviour is the total test 

score, in the case of the GARS, the Autism Quotient. This standard score takes into 

account ail the symptomatic behaviors of autism measured on the GARS as shown in 

(Table 5 )  and for this reason provides the best prediction of autism (Gilliam, 1995). 

According to the information presented in the examiner's manual for the GARS, if 

the subject's Autism Quotient is 90 or above, the peMn probably has an autistic disorder. 

Standard scores on subtests of 8 through 12 or Autism Quotients of 90 tbrough 110 are 

within the average range for subjects with autism in the normative sample. Approximately 

50% of the subjects with autism smed in this range (Gilliam, 1995). Standard scores 

above 12, on the subtests or Autism Quotients cqual to or greater than 11 1 are highly 



Table 5 

Guidelines for Interpretina Subtest Standard Scores and Autism Ouotients 

Subtest Autism % ile % of % of Probability of Autism 
Standard Quotient Normative Current 
Score Sample Sarnple 
17-19 13 1+ 99+ 2 O  ver^ 

13-14 111-120 76-91 16 O Above Average 

8-12 90-1 10 25-75 50 42 Average 

6-7 80-89 9-24 16 36 Below Average 

4-5 70-79 2-8 7 18 L ~ w  

1-3 - c 69 -1-1 2 4 Very Law 

From Gilliam (1995), p. 16. 



indicative of autism- The probability of a cMd d o u t  &sm receMng scores tbis hi& is 

very unlikely. 

Subtest standard scores of6 or 7 or an Autism quotient of 80 through 89 are 

beiow average for subjects with autism and represent borderline scores in terms of the 

IikeIihood of autism- The probabiity that persons who receive quotients in this range have 

autism is equivocal because in the nonnative study, only 23% of the autistic subjects 

scored 89 or lower (Gilliam, 1995). In the normative saxnple, less than 9% of the subjects 

with autism had an Autism Quotient below 80. Niiety-eight percent of the sample had an 

Autism Quotient of 70 or greater (Gilliam, 1995). Jfthe Autism Quotient is below 70, the 

person is very likely not autistic. in the m e n t  sarnple the mean Autisrn Quotient was 

89.08 (SD = 11.52) with the scores ranging fiom 62.00 to 1'10.00. These scores firll 

within the range of low probabiiity and average probabiity of having autism. Possible 

explmations for why scores for this sample are lower than for the normative sample wiU 

be addressed in the Discussion. 

Comuarison of Current Sample ofMothers to PLOC Normative Sam~le 

The n o m  presented in the PLOC s d e  are for a sample of 60 parents of 

elementary school age children. The parents were chosen because they did not report 

experiencing any difliculties in the parenting role. The PLOC d e  ody included the 

means for each subscale and did not include the standard deviatioas in the published 

report. The means reported in Table 6 indicate that the mothers of children with autism 

reported higher scores on the Parental Efficacy, Parental Responsibity, Child Contrd and 

FateKhance subscales than parents in the normal sample. ûverali, the cwrent sample of 





parents had a higher locus of control score that nom parents, which suggests thaî the 

current mothers have a more extemaf parental locus of controI orientation than motbers in 

the nonnative group. However, in the absence of adequate information for aatisticai 

cornparison, these differences, although suggestive3 cannot be interpreted. 

Com~arison of Current Sam~le of Mothers to FSS Normative Sample 

The normative sample for the FSS is taken fkom a recent analyses designeci to 

m e r  estabiish the reliabiity and validity of the FSS developed by Dunst et al. (1984). 

The subjects were 224 parents (174 mothers and 50 fathers) of children with 

developmental disabiüties or children at-risk for poor developmentai outcomes. Eighty- 

four percent of the sample was married, while the remaining 16% were single, widowed, 

separated or divorced. The parents and their children were participating in an early 

intervention program. The mean age of the mothers was 28.8 1 years (SD = 6.99) and for 

fathers was 32.07 years (SD = 7.40). The mean age of the chiidren in the early 

intervention program was not given. Mean scores for each item on the FSS and for the 

total score are presented in Table 7. Although the two groups are comparable on a 

number of the items, there are some areas that are different. Overall, the curent sample 

reported a lower total score with satisfàction for available resources than the normative 

group. 

Com~arison of Current Samale of Mothers to PST Normative Sample 

As presented in the manual of the PSI (Abidin, 1995), the normative sample 

consisted of 2,633 mothers who ranged in age from 16 to 61 (mean age = 30.9) yeass of 

age. The target children for the sample, ranged in age fkom 1 month to 12 years of age 



Table 7 

Comoarison of Means and Standard Deviations of Current S a d e  of Mothers to FSS 

Normative S m l e  

Current Mother Sample Nom SampIe 

N= 50 N= 224 

Measure and items - M - SD - M - SD 

Family Support S d e  

Own parents 
Spouse or Partner's Parents 
Relatives/Kin 
Spouse or Partner's Relatives/Kin 
Spouse or Partner 
Friends 
Spouse or Partner' s Friends 
Own Children 
Other Parents 
Co-workers 
Parent Groups 
Social Groups/Clubs 
Church 
Family/C hild PhyScian 
Early Intervention Programs 
SchooVDay Care 
Professional Helpers 
Professional Agencies 

Total Sale  Score 

Note. Total Scale Score for aiment sample is based on au50 cases, N varies for ment 
sample on individual items. Ifthe item was "not available" to mothers it was treated as a 
missing case. The normative sample had no missing cases. 



with a mean of 4.9 years (SD = 3.1). Table 8 provides the means and standard deviations 

for both the current sample of mothers and the n o d v e  sarnple. The mothers of children 

with autism scored higher than the normative sample on the Child Domain subscale. High 

scores in the Child Domain may be associated with children who display qualities that 

make it di&icult for parents to fiilfilI iheir parenting roles (Abidin, 1995)- Mothers of 

children with autism also scored higher than the normative sarnple on the Parent Domain. 

High scores on the Parent Domain suggest that the sources of stress and potential 

dysfûnction of the parent-child systern may be related to dimensions of the 

parent's functioning (Abidin, 1995). The mothers of children with autism also scored 

higher than the normative sample on the Life Stress scale. Parents who report high Lie 

Stress scores find themselves in stressfiil circumstances that are ofkn beyond their control 

(e.g., the loss of a job). The Life Stress scale provides some index of the amount of stress 

that the parent is currently experiencing outside the parent-chilci relationship (Abidin, 

1995). 

Com~arison of Current Samole of Mothers to DAS Normative Sarn~le 

The normative sample for the DAS consisted of218 white, marriecl persons whose 

mean age was 35.1 years. The mean number of years the couple was married was 13.2, 

and the mean number of children per couple was 2. The mean scores and standard 

deviations for the subscales and ovedl adjument for the DAS are presented in Table 9. 

Higher scores are indicative of greater marital adjustment. The current sample scoreci 

lower on three out of four of the subscales of the DAS and for overail dyadic adjustaient. 



Table 8 

Com~arison of Means and Standard Deviations of Curent Sample of Mothers to PSI 

Normative Sam~le 

Cumat Mo* Sample Nom Sample 

N=50 N=2,63 3 

M m e  and subscale - M - SD - M - SD 

Parenting Stress Index 

Child Domain 

Distram%iiity/Hyperactivity 
Adaptability 
Reinforces Parent 
Demandingness 
Mood 
Acceptability 

Parent Domain 

Cornpetence 
Isolation 
Attachent 
Heaith 
Role Restriction 
Depression 
Spouse 

Totai Stress 

Life Stress 



Table 9 

Com~arison of Means and Standard Deviations ofCumnt Samde of Mothers to DAS 

Normative S a d e  

Current Mother Sarnple Nom Sample 

N=42 N = 218 

-- 
- - 

M m e  and subscale - M - SD a - SD 

Dyadic Adjustment Scale 

Consensus 46.33 8.35 51.90 8.50 

Satisfaction 35-90 8.12 40.50 7.20 

Affectional Expression 7.50 2.86 9.00 2.3 O 

Co hesion 13-48 4.53 13 -40 4.20 

Dyndic Adjnstment 103.21 21.35 114.80 17.80 



However, the scores reporteci by the mothen of the children with are withm one 

standard deviation of the normative scores on al1 of the scaies. 

le of Mothers to FES Normative S a p  Cornparison of Current Samp 1s 

The normative sample for the FES consists of 1,432 familes. The normative 

families included f d e s  fkom aU areas ofthe United States, single-parent and 

muitigenerational families, fimilies drawn fiom r a d  minonty groups, and fàdies ofall 

age groups hcluding newly manied student families, fimilies with preschool and 

adolescent cMdren, families whose children have left home, and fiunilies of retired adults 

(Moos & Moos, 1994). The means and standard deviation for each of the ten subscales of 

the FES are presented in Table 10. Although there is some variabüity in the scores, the 

mothers of chikiren with autism are within one standard dev iath  of the mean of the 

normative group for aii subscales. 

In exarnining the current sample with the normative samples for each of the 

measures, the mothers of children with autism report higher levels of parenting stress, 

particularly in the child domain, are less satisfied with their social network, and have a 

more extemal locus of control orientation. Despite the findings, these mothers are stül 

within one standard deviation on the scores for marital adjustment, family relationsliips, 

and family social integratïan meaSuTes. In summary, even though these mothers are 

experiencing some stress .in th& parenting role, bey are stiU reporthg satisfâctory 

adjustment in most areas of famiiy fùnctioning. These results must be interpreted with 

caution as the normative samples are not directly comparable with the current sample in 

terms of the age of the children and diagnosis of autism. 



Table 10 

Com~arïson of Means and Standard Deviations of Current Sam~le of Mothers to FES 

Normative Sample 

Cment Mother Sample Nom Sample 

N= 50 N = 1,432 

Measure and subscale 

Family Environment Scale 

Cohesion 

Expressiveness 

Con£lict 

Independence 

Achievement Orientation 

Intellectual-Culturd Orientation 

Active-Recreational Orientation 

Moral-Religious Ernphasis 

Organization 

ControI 



Moderated Mdti~le Rmession Analvses 

Four separate multiple regression analyses were conducted to test the hypotheses, 

foflowing the convention of conduaing moderated multiple regression analyses 

hierarcbicaiiy (Aiken & West, 199 1). As suggested by Cohen and Wds (1985), adequate 

tests of main and buffering effects for socid support and locus of control nquire that the 

predictor variable and the moderathg vaxiabIes are nonoverlapping. Serious confomding 

of these variables may lead to overestimation of b u f f e ~ g  effects. The m e n t  results (see 

Table I 1) indicate that both the social support and locus of control variables are not highly 

or significantly correlated with severity of autism. Another methodological requirement for 

testing a buffering mode1 is a significant relation between the stressor and the outcome 

variable. Such an effect indicates that the measurement and range of scores on these 

variables are adequate (Cohen & Wills, 1985). The intercorrelation matrix in Table 11 

shows significant correlations between severity of autism and mewues of parenthg stress 

and f d y  social integration. Howwer, there is no such correlation for severity of autism 

and marital adjustment or severity of autism and fgmily relationship. 

Prior to conduaing the regression analyses, a correlational d y s i s  was perfiormed 

between certain demographic characteristics of the mothers and the predictor, moderator, 

and critenon measures. The demographic characteristics of the rnothers that were 

examined were age of the-mother, educatiod l e d ,  socioeconomic stanis, employment 

status and number of children in M y  (see Appendk P). The demographic 

characteristics were unrelated to the swerity of autism. There was ody  one significant 

correlation found between demogaphic characteristics and the moderathg variables. 



Table 11 

Intercorrelations ofpredictor. Moderator. and Critenon Variables 

Variable 2 3 4 5 6 7 

1. Severity of A u h  - 1 3  - . IO -44" 4 8  -.O1 -.39 " 

2. Parental Locus of Contra1 -AI -34' -1 1 -.26 -.18 

3. Satisfbion with Support -.3 1' -28 .24 -09 

4. Parenthg stress -.49 " -.40 ' O  -42" 

5. Dyadic Adjustment -67 -41 'O 

6. F d y  Relationship -40 " 

7. Family Social Integration 

Note. Severity of autism was the predictor variable, parental locus of control and 
satisfaction with support were moderating variables, and parenting stress, dyadic 
adjument, family relationship and farnily social integration were cnterion variables. 



However, level of education was correIated with three out of the four criterion measures. 

In order to control for possiïIe effects relateci to education moderated regressions were 

performed wntrolluig for educaîion. Since none of the other demographic variables were 

consistedy related they were not included. The redts of the d y s e s  that included 

education were comparable to the regression analyses perfonned without this 

demographic variable and therehre, the r d t s  are presented for analyses that did not 

indude demographics. 

parent in^ Stress 

nie critenon variable in the first d y s i s  was parenting stress. Severiîy of Autism, 

Social Support, and Parental Locus of Control were entered on the first step, fbiiowed by 

the three two-way interaction te=: Severi@ of Autism X Social Support, Swerity of 

Autism X Parental Locus of Controi, and Parental Locus of Control X Social Support. 

F i d y ,  the three-way interaction term was entered on the third and final step, Severity of 

Autism X Locus of Control X Sociai Support. As shown in TabIe 12, the h t  step 

produced a significant regression anaiysis, and the R' attniutable to the addition of the 

first and second order interaction terms were not significaut, contrary to hypotheses 10 

through 12. The regression analysis was significant, F (3,46) = 7.68, p < -001, accounting 

for 33% of the variance. Consistent with hypothesis 1, severity of autism was a signifiant 

predictor of parenting stress, t(46) = 3 .l4,g < -01. The more severe the chiId's autism, 

the more stress the rnothers reported. Consistent with hypothesis 3, parental locus of 

control was also a signifiant predicîor of parenting stress, 1, (46) = 2.18, p < -05. The 

more extemal the parental locus of contd, the more stress reported by the rnothers. 



Table 12 

Summarv of HierarchicaI Repression Andvsis for Variables Predictinp: Parentinn Stress 

Variable - B B R~ 
Change 

Step 1 

Severity of Autism 

Parental Locus Control 

Satisfaction wiîh Support 

Step 2 

Severity of Autism X Parental Locus of Control 

Swerity of Autism X Satisfbction with Support 

Parental Locus of Control X Satisfaction with 
Support 

Step 3 

Autism X Locus of Control X Satisfaction 
with Support 

Note. EL2= -33 for Step 1; B~ Change =.O4 for Step 2 @ >.OS); ~ ' ~ h a n ~ e  = .O0 for Step 3 

@ >.OS). 

*E< .os * * ~ < . 0 1  - 



Finalfy, although satisfaction with social support was not a statistidy 9gdicant 

predictor of parenting stress at the conventional alpha level of -05, it is bordering on 

significance, l(46) = -1 -95, &= .058. The more satisfied the mother was with her social 

support network, the less stress the mothers reporte4 this was consistent with hypothesis 

2. 

Dyadic Adiusmient 

The criterion variable in the second analysis was Dyadic Adjustmeut. Severity of 

Autism, Social Support, and Parental Locus of Control were entered on the fint step, 

followed by three two-way interaction ternis: Severity of Autism X Social Support, 

Severity of Autism X Paremial Locus of Controi., and Parental Locus of Control X Social 

Support. Fhally, the threeway interaction tenn was entered on the third and final step, 

Seventy of Autism X Locus of Control X Social Support. As shown in Table 13, the first 

step did not produce a significant result, E (3, 38) = 1.84, p > -05 and the change in R* 

amibutable to the 'addition of the interaction te- was also not significant. No s p d c  

hypotheses were presented for uiis outcome variable. 

Familv Relationshi~ Index 

The criterion variable in the third analysis was fàmiîy relatioaship. Severity of 

Autism, Social Support, and Parental Locus of Control were entered on the fint step, 

followed by the three tweway interaction te-: Severity of Autism X Social Support, 

Severity of Autism X Parental Locus of Controi, and Parentai Locus of Control X Social 

Support. Finally, the three-way interaction tem was entered on the third and final step? 

Seventy of Autism X Locus of Control X Social Support. As shown in Table 14, the first 



Table 13 

Summarv of Hienuchical Remession Analvsis for Variables Predictina Dvadic Adiustment 

VariabIe El P R~ 
Change 

Step 1 

Severity of Autism 

Parental Locus Control 

Satisfaction with Support 

Step 2 

Severity of Autism X Parentd Locus of Control 

Seventy of Autism X Satisfkcîion with Support 

Parental Locus of Control X Satisfàdon with 
Support 

Step 3 

Autism X Locus of Control X Satisfaction 
with Support 

p p  

N b !  = -13 for Step 1 (g >.OS); ~ ' ~ h a n ~ e  =. 14 for Step 2 @ ~ 0 5 ) ;  -change = .O6 

for Step 3 @ >-05). 



Table 14 

Summaw ofHierarchica1 Remession AnaIvsis for Variables Predictinn Familv Relationshio - 

Variable B SEB fi R~ 
-ge 

Step 1 

Parental Locus Control -.O92 -054 -.242 -057 

Satisfaction with Support -104 .O69 .213 ,044 

Step 2 

Severity of Autism X Parental Locus of  ControI -.W2 -005 -.O55 -002 

Seventy of Autism X Satisfàction with Support -002 .O09 .O38 .O01 

Parental Locus of Control X Satisfaction with ,000 .O06 -.O11 .O00 
Support 

Step 3 

Autism X Locus of Control X Satisfaction -000 .O00 -141 .O17 
with Support 

Note. R ~ =  . 1 1 for Step 1 @ >.OS); &change =.O3 for Step 2 @ >.Os); &2 change = -01 

for Step 3 (p >.OS). 



step did not produce a signifiant result, E (3,46) = 1.96, p > -05 and the change in R' 

attniutable to the addition of the interaction terms was also not significant. This findiag 

was contrary to ail the hypotheses put forward for this variable. Severity of autism, 

parental locus of control or satisfbtion with social support were not predictive of qpality 

of M y  relationships. In addition, there was no support found for the buffergig &êct of 

parental locus of control and social support as outlined h hypotheses 10 through 12. 

Familv Social Intemation 

The criterion variable in the fourth analysis was M y  social integration. Sevexity 

of Autism, Social Support, and Parental Locus ofwere entered on the first step, foliowed 

by the three two-way interaction terms: Severity of Autism X Social Support, Sevexity of 

Autism X Parental Locus of Control and Parental Locus of Control X Social Support. 

Finally, the three-way interaction term was entered on the third and final step, Severity of 

Autisrn X Locus of Control X Social Support. As shown in Tabie 15, the first sep 

produced a significant result, k (3,46) = 3-16, p < -05, accounfing for 17% of the 

variance, but the change in ~~attriiutable to the first and second order interaction tenns 

was not significant contrary to hypotheses 10 through 12. Severity of autism was a 

signifiant predictor of family social integration, i(46) = -2.73, p < -01 which is consistent 

with hypothesis 7. The less severe the child's autism, the more the fàmily is socially 

integrated into the community. No support was found for hypotheses 8 and 9 which 

stated that parental locus of control and satisfâction with social support would be 

predictive of a higher lm1 of social integration as reporteci by the parents. 



Table 15 

Summary of Hierarchical Reoression Anahms for Variables Predictmg Farnilv Social 

Variable - B - SEB j3 R~ 
Change 

Step 1 

Severity of Autism 

Parental Locus Control 

Satisfaction with Support 

Step 2 

Se~enty of Autism X Parental Locus of Control 

Swerity of Autism X Satisfaction with Support 

Parental Locus of Control X Satisfaction with 
Support 

Step 3 

Autism X Locus of Control X Satisfaction 
with Support 

Note- It2=. 17 for Step 1; -change =-O6 for Step 2 (p >.OS); @change = -00 for Step 3 

@ >.OS). 

** E< -01 



Number of Social Su~uorts 

Four separate hierarchicai moderated regressions were pdonned substituting the 

moderating variable of satidàction with social support with the number of &le social 

supports. A summary of these analyses are shown in Tables Q1 to Q4 in Appendix Q- 

Researchers suggest that the nwnber of supports and satisfaction measUres are not highly 

wmlated even when they are measured as d e s  within the same instrument (Satason, 

Sarason & Pierce, 1990). It has been reporteci that the satisfàction of a person's 

supportive network rather than the number of persons providing that support seems to be 

the important factor with respect to the bdering effect of social support on psychological 

distress ~ ~ l c o x ,  1981; Sander & Barrera Ir., 1984). In order to determine ifavailability 

was different fiom satisfaction, moderated regressions were perfomed on both. The 

number of available social supports did not produce any signifiant main dects or 

interactions on any of the four cntenon measures. 

Emloratorv Data Analvses 

in order to ascertain ifthe failure to find any significant interaction effects was due 

to a Iack of statistical power an exploratory analysis was carried out. A total of 16 

separate regression analyses were performed, 3 two-way and 1 three-way interaction for 

each of the four critenon uariables. The only variable entered was the individual 

interaction term in one step with the criterion measure. Of the 16 regression analyses 

performed, only one reached significance level. No follow up analyses were pediomed. It 

appears that statisticai power may not be the main reason for the lack of findings. 



The information presented in the GARS manual suggested that the overall Autisrn 

Quotient was the most reliable of aii the scores generated on the GARS and therefore this 

score was used in the moderated regression anaiyses for the present study. However, 

some research on chiid characteristics (e.g., Konstantareas & Homatidis, 1989) sumests 

that certain chiid behaviours of chifdren with autism are more predictive of problems in the 

family than others. In order to determine ifspeci6c behaviours of autism were more 

predictive of parenting stress, marital adjustment, family relationship, and hmdy social 

integration than others, four separate stepwise multiple regression analyses were 

performed using the four subtests of the GARS (Stereotyped Behaviours, Communication, 

Sociai Interaction and Dewelopmental Disturbances) as predictors. 

The criterion vafiable in the first analysis was parenihg stress. Using the stepwise 

regression method, al1 four of the predictor variabies were entered into the equation In 

stepwise regression the predictor variable that has die highest correlation with the criterion 

is seIected h- If it passes the criterion, the second variable is selected on the highest 

partid correlation. The variables are examined for entry, then once in the equation, they 

are examined for removai. Vanables are removed until none remah that meet removal 

criterion. The overail regression analysis was signifiant, E(I, 42) = 8.64, p < -01, 

accounting for 17% of the variance in parenting stress (see Table 16). Stereotyped 

behaviours was the ouiy significant variable in the equation, The higher the score on the 

subtest Stereotyped Behaviour the iiigher the stress reported by the rnothers. Some 

examples of the items found on the subtest of Stereotyped Behaviour include: avoids 



establishing eye contact, eats specific foods, and refuses to eat what most people wiii 

usuaiiy eat, rocks back and forth whiie seated or standing, makes rapid hinging darting 

movement when r n h g  fiom place to place, rnakes high pitched sounds or other 

vocalizations for seGstimulation and slaps, hits, or bites self or in other ways attempts to 

injure seif 

nie criterion variable in the second analysis was marital adjustment. The four 

subtests were enteïed into the first sep. The overaii regression anaiysis was significant, F 

(1, 36) = 5.49, F.05, accounting for 13% of the variance in marital adjustment (see Table 

17). Stereotyped Behaviour was the ody significant variable in the e~uation. In this 

analysis, marital adjustmat is higher for fkmïiies whose children display less severe 

Stereotyped Behaviour. 

The cnterion variable for the third analysis was fiunily relationship. The four 

subtests were entered into the fïrst step. The overalI regression anaiysis was not sigdicant 

and no one variable was entered or removed in the block. 

The critenon variable in the final analysis was family social integration. The four 

subtests were entered into the first step. The overail regression d y s i s  was signifiant, F 

(1,42) = 8.84, E < -01, accounting for 17% of the variance (see Table 18). 

Communication was the only signifiant variable in the equation. Some examples of the 

items found on the subtest of Communication incIude: repeats (echoes) words verbally or 

with signs, repeats words or phrases over and over, looks away or avoids looking at 

speaker when name is cailed, avoids asking for things he or she wants, and fails to iniîiate 



Table Id 

Summaw of Stepwise Remession Andvsïs for GARS Subscales Predicting Parentinq 

Stress 

Variable e - SE B B 

Variables Entend On Step 1 

Stereotyped Behaviours 

Variables Not In The Equation 

Communication 

Developmental Disturbances 

Social Interaction 



Adiustment 

Vaxiable B SE l3 

Variables Entend on Step 1 

Stereotyped Behaviours 

Variables Not rii The Equation 

Cornunication 

Developmental Disturbances 

Social Interaction 

Note. R*= .13 

* e< .os 



Table 18 

Summarv of Stepwise Reaession Anaivsis for GARS Subscales Predictina Farnilv Social 

Variables Entered On Step 1 

Communication 

Variables Not In The Equation 

Deveiopmental Disturbances 

S tereotyped Behaviours 

Social Interaction 

Note. R' = .17 

** p< .O1 



89 

conversation with peers or aduiîs. In this analyses, M y  social htegration is Iowa for 

findies whose children have poorer communication M s .  

Cornvarison of Mothers and Fathers 

A total of 24 fbthers participated in the present study. Of these &thers, 22 also had 

a spouse who completed the questionnaire packages. In order to d e  possible 

dEerences between mothers and fàthers fkom the same M y ,  cornparisons were carrieci 

out for the 22 two-parent families in which both parents participatecl. 

Derno-era~hic Characteristics 

Six of the mothers and fathers were fiom Calgary, 10 were frorn W ~ p e g  and 6 

were from Ottawa. The mean age for the mothers was 36.14 ( S B  5.0); the rnean age for 

the fathers was 38. I 4  (SD = 6.15). Nmety-five percent of the fathers were employed fU- 

tirne (see Table 19), only one father was unemployed. Fm percent of the mothers did not 

work outside of the home, 3 1% worked part-tirne and 18 % worked f'ûii-time. Fifky-nine 

percent ofthe fathers and 45% of the mothers had graduated fiom university. Nmety-five 

percent of the f d e s  were considered middle to upper class using the Hollingshead Four- 

Factor Index (see Table 20). The mean age of the child was 56.86 months (SD = 12.65) 

and the mean age of the child receMag the diagnosis of autism was 33 -9 1 (SD = 7.50). 

Nineteen of the children were male and 3 were female which is not representative of the 3- 

4: 1 ratio. Eighty-six percent of the families had other children in the home besides their 

child with autism. Fi -n ine  percent had one other chilcl, and 27% had two 0 t h  chitdren. 

Ninety-five percent ofthe families had theu child involved in some type of formal 

treatment; 32% were involved in an agency based program, 14% were involved in home 



Table 19 

Demoya~hic Characteristics of the Mothers' and Fathers' 

Mothers Faîhers 

Mean Age (years) 
SD 

Employment S tatus 
No employment 
Part-time employment 
Full-tirne ernployment 

Education 
Below high school 
High school graduate 
Partial college or unïversiity 
Universityfcoilege graduate 
Graduate Training 

Hohgshead SES Index 
Major businesdprofessional 
Medium businesdminor professional 5 (23%) S (23%) 
SMed d s m e n ,  clerical, sales 7 (32%) 7 (32%) 
Semiskilled workers O (0%) O (0%) 
UnskiUed laborers 1 (5%) 1 (5%) 



Table 20 

Farnilv Characteristics of the Mothers' and Fathers' 

Mothers and Fathers 
N=22 

Mean age of  chiid (months) 56.86 

Mean age of  child at diagnosis (months) 
SD 

Gender o f  Chiid 
Male 
Female 

Number of  other chiidren in f d y  
O 
1 
2 

Prirnary Treatment 
Agency based 
Home based 
Speciai Needs Worker 
Regular Nursery School 
Regular Kindergarten 
Speciai School 
Speech Therapy 
Occupational Therapy 
No Formal Treatment 

Number of  hours per day in program 
SD 

Number of days per week attendmg program 4.62 
SD (1 -08) 

Length o f  time in program (months) 16.24 
SD (9.50) 





Table 21 

Intercorrelations of Mothers and Fathers Scores on Measures 

Variable 1 2 3 4 5 6 7 

1. Severity of ~ u t i i  -24 

2. Parental Locus of Control 

3. Satisfaction with Support 

4. PSI Total Stress Score 

5. Dyadic Adjusmient 

6. Family Relationship 



The muitivarïate d y s ï s  for the Pmting Stress index was dMded into two 

subsets, the Child Domain and the Parent Domain, due to the large number of dependent 

variables. The repeated meaSuTes MANOVA found no significant muitivariate F for the 

Child Domaia. Results of the repeated measures MANOVA found a signifiaut 

mdtivariate F for the Parent Domain, E(8,13) = 5.72, E < .O1 (see Table 22). Two of the 

subscaies of the parenting domain were signifiant. The mothers scored signifiatiy 

higher than the fathen on the subscde Roie Restriction, E(420) = 5.72,0< -05, and the 

subscale Spouse, E(1,20) = 6.86, gC.05. In order to be able to generalize the findings Eorn 

the analysis of the mothers and fathers, cornparisons were also made between the 22 

mothers whose spouse parîicipated and the 28 mothen whose spouse did not participate. 

There were no signifiant d2Eerences f m d  between the mothers on age, employment 

status, education, or socioeconomic status. There were aiso no significant difrences 

between the children of these mothers in tenns ofdiagnosis, age, age ofdiagnosis, number 

of days in treatment, number of hours in treatment, or length of tirne in trament. 

In order to determine if there were any significant Merences between the two 

groups of mothers, MANOVA'S were conducted on the mother's scores for the GARS, 

PLOC, PSI, and DAS. In order to test for differences in the FSS, FR& and FSIt 

independent t-tests were conducted. Results of the W O V A  reported a sienificant 

difference between the two groups of mothers on the GARS, F (5,38) = 2.46, 5 -05 (see 

Table 23). Two of the subscales and the ovedl autism quotient were significant. The 

mothers whose spouse participated in the study reported more communication problems 



Table 22 

Corn~aison of Means and Standard Deviations of Mothers and Fathers on the PSI 

Mothers Fathers 
Na1  N=2 1 
M SD - M - SD 

Distractibility/HypeCaCtMty 

AdaptabiIity 

Reinforces Parent 

Demandiigness 

Mood 

Acceptability 

Parent Domain 

Cornpetence 

Isolation 

Attachrnent 

Health 

Role Restriction 

Depression 

S pouse 

Total Stress Score 

Life Stress 10.28 1 1.03 6.86 . .  - 

Parent Domain Multivariate E(8,13) = 5 59,  &<.O 1 

Note. Means with diierent subscripts in the same row dier  significantfy at ~c .05 .  



Table 23 

Com~an'son of Mean Swres and Standard Deviations of the Mothers Whose Suouse 

P p %  . . AR 

Mothers Mothers 
(Partner f articipatim) (No partner 

participation) 

hi - n - M - SD 0 

S t ereotyped 
Behavior 

Communication 

Socid 
Interaction 

Developrnental 

Total Autism 

Note. Means with different subscripts in the sarne row diier sigdicantty at F.05 - 



for their children, E (1,42) = 4.48, < -05. The mothers whose spouse participateci also 

reported more developmental disturbances, F (1,42) = 4.09, p c .OS. F W y ,  the moîhers 

whose spouse participateci reported a higher overail Autism Quotient score thau the 

mothers whose spouse did not participate, E (1,42) = 4.4 1, g < -05. There were no 

signincant multivariate F's reported for the PLOC, PSI, and DAS measufes. The resuîts 

of the independent t-tests found no significant differences between the mothers on the 

measures of FSS, FRI, and FSII. 

Overail, the ody difrence found between the mothers whose spouse participateci 

in the study versus those whose spouse did not participate was found on the GARS, with 

these mothers having chiidren with a higher severity of autisxn Although these mothers 

have children with more reported symptoms there was no significant Werence on any of 

the other measures. In summary, the findings reported fiom the mothers and fathers who 

both participateci in the study can be generalized to the entire simple. The mothers' and 

fathers' reports on the M y  fiuictoning measures were comparable, which suggests that 

the mothen and fathers have similar perceptions of the hctioning of the M y  

environment. 



CHAPTERFOUR 

DISCUSSION 

The purpose ofthis snidy was to gain a better understanding off 

variabtes associated with successfiil adaptation in nuirilies of young C M M  

aged 6 years and younger. Most previous studies demonstrabng a relatio 

autism and f d y  stress or parent adjustment have focused on s c h o o l - a g 6 6  

the ABCX mode1 as a general guidiig framework, the parent's perceptio~- 

of autism was conceptualized as an ongohg stressor. Social support we 

family's resource for coping and parental locus ofcuntrol was conceptua 

of the parents' cognitive appraisals. Family adjustment was assessed usin- 

parenting stress, maritai adjument, f d y  relationships, and the f a m i l y ' 5 5  

integration into the community. Prior to discusshg the specific hypotheo 

addressed, it is important to examine other aitical findings which emergî- 

specificaUy7 it was found that mothers with children diagnosed with autis 

significantly different fiorn mothers whose children were diagnosed with 

was aiso found that, as a group, mothers of children with autism were w 

satisfactorily in their parenting roles and that their f d e s  were generally 
T 

discussion of  some of the possible rasons for these findings and  the^ im 

practiboners wiii follow. . 

Autism versus Pervasive Deveio~mentai Disorder 

The mothers who participatecl in the present study had children . 

diagnosed with either autism or PDD-NOS. Analyses indicated that w a  



diierences between mothers responses of the two groups of children and that they were 

comparable on ail of the measwes. The finding that the two groups ofmothers reported 

simila. leveis of symptom severity for their chikiren is unexpected. Evea though it can be 

diicult to reliably Werentiate between autism and PDD-NOS, it wouid be expected that 

children diagnosed with autism wouid have p a t e r  symptom severity tiian cMldren 

diagnosed with PDD-NOS. This is because PDD-NOS implies the presence of fewer and, 

at times Iess severe signs of autism. As such, the prognosis for d d r e n  with PDD-NOS 

diagnosis tends to be more favorable than those with autism, Also, as a group, chiidren 

receiving the PDD-NOS diagnosis tend to manifest less cognitive impairment than tbe 

typical chiId wîth autism (Siegei, 1996). Many people who conduct research with and/or 

trait children with autism have pointed out that the distinction or differentiai diagnosis 

between autism and PDD-NOS is not reliable. That is, Werent clinics and/or 

professionals tend to display different biases. As Siegel (1996) pointed out the distinction 

between autism and PDD-NOS is often not worth debating. 

It is also thought that some diagnosticians wiH use the PDD-NOS diagnosis 

provisionally when they see relatively young children, such as thase in the CUrrent sampk, 

as many of the diagnostic critena are difncult to apply to the younger population (Wagner 

& Lockwood, 1994). One reason for this is that the d e r i a  for aua'sm emphas'i 

abnormality in social and communicative development, both of which are difficult to assess 

in infancy or the early preschool penod (Baron-Cohen et al., 1992). 

When a child is diagnosed with either autism or PDD-NOS he or she is given a 

label. A label is important for two reasons, one it offers a direction for treatment and two, 
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it is an avenue for access to services. Tceatment hding in certain-geographical regions 

may be dependent on the child receiving a specific diagnosis. Sometimes a chician may 

fee1 that 'PDD' more acCUrSIte1y describes the profile and severity of a partidar child's 

autistic symptoms, but di go ahead and label the problem 'autism' so as to ensun that 

the child gets as much help as possible (Siegel, 1996). 

In summary, there are some plausible expIanatiom to explah why no signifiaint 

differences were detected between mothers ofchildren who were diagnosed wiui autism 

versus those diagnosed with PDD-NOS. The two disorders have overlapphg 

symptomatology which share three common themes: behavioufal difltidties, social 

interaction deficits and communication delays. The overd presentation of the two 

disorders is also very similar and thus, there is ody a fine line between the two groups. 

For the present study, this fhding implies that the chilâ's specinc diagnosis (autism versus 

PDD-NOS) does not diierentidy infiuence the parental adjustment process. One possible 

implication of üiis finding is that ctlliicians do not need to be so cautious about giving 

children the diagnosis of autism if they fiel it is warranted. Putting o f  a diagnosis to try 

to help the parents cope may not be benefiàal to any of the f i l y  members. 

Konstantareas (1989) has encouraged cliniciam not to shield parents fiom a diagnosis of 

autism in an anempt to shield major stress. The results of this study suggest that the 

diagnosis of autism does oot relate to f k i y  hctioning any difrently than a diagnosis of 

PDD-NOS. 



Com~an'son of Present Findinas to Normative S r n i e s  and Previous Research 

Severitv of Autism 

As a group, the rnothers' reports of the severity of dieir child's disorder was lower 

than the average scores of the nonnative sample provided by the GARS. In fêct, the 

overd Autism Quotient was coasidered below average for the ait  off point provided for 

assessing the probability of autism. This was an unexpected finding as dl children in the 

present study had previously been diagaosed with atIfism or PDD-NOS by traiaed 

clinicians. It is not surprishg that the mothers of the children diagnosed with PDD-NOS 

reported a lower score, but the mothers of chilcira diagnosed with autism reported lower 

scores than expected when examineci separately. In addition, research suggests that 

younger children present with more autistic symptomatology thaa older children as there 

tends to be fewer and less severe symptoms with growth and development (Piven, Harper, 

Palmer, & Arndt, 1996). It would be expected that the younger age chikiren would 

receive higher scores than those obtained. 

There are a number ofpossible explanations why mothers in the present study 

reported Lower scores than the normative sarnple. First, the GARS provides an index of 

the mdadaptive or deviant behaviour commonly observed in autism, However? the 

majority of the autistic children in this study were involved in a behavioral training 

program designed to eliminate deviant behaviours. Thus, the autistic children in this study 

may have received lower scores on the GARS because they have been receivhg treatment 

which specificdy addresses autistic symptomato10gy. A number of the m o k s  made 



comments on their questionnaires statiag that their chüd had oncedisplayed a number of 

the speci6c behaviours but no longer do since the onset of treatment. 

Second, the GARS normative sample was compriseci of chiIdren and adults aged 3 

to 22 years. Ody 3 1% of the chilâren in the normative sample were under sk years of 

age, in contrast to the m e n t  study where all subjects wae six years and under. Perbaps 

the items on each ofthe subtests are not as sensitive to the behaviours displayed by 

autistic children six pars  of age and under. Items of the GARS are based on the 

definitions by the Autism Society of America and by the American Psychiatrie Association, 

as presented in the Diagnostic and Statisticai M&ual of Mental Disorden, Fourth Edition. 

As previously mentioned, many of the criteria of autism, particularly in social and 

communication domains, are d i 5 d t  to detect in preschool children. It is possible that the 

parents have seldom observed certain behaviows thus lowering their overall score. 

Third, the GARS normative study included ratings by 720 teachers and 372 - 
parents. It is possible that teachers tend to rate children and aduits with autism as having 

more symptoms than the parents, thus elevating the cutoff scores relative to the m e n t  

sample where ratings were made by parents. Although, there is no research to date in the 

autistic population to support the notion that teachers rate cIiildren with autism as more 

severe than the parents, there is evidence that, as a group, when comparai to professionais 

parents tend to report fewer symptoms of autisrn in their cMdren (Konstantareas & 

Homatidis, 1989). This might be at least partly a result of parental defensivenes in 

accepting the diagnosis of autism with its many adverse implications. With younger 



children parents may stüi be engaged in the "diagnostic run-aroundn (Mkck & Webster, 

l98O), which usually ceases later on, when they corne to terms with the diagnosis. 

One of the irnpIications of the hding that the mothers' reports of their children's 

autistic symptomatology in the present study is lower than expected may be that the 

mothers underestimate their child's disorder as a mesns of coping. Minimizing the 

severity of autism may actually serve an daptive hction by making it easier for the 

mothers to meet the day to day demands and challenges of raising a child with autism. 

Comoarison of Cuvent Sam~le to Normative Samges 

The mothers in the present study reported scores which are comparable to the 

normative sampie scores provided for the meames of parental locus of control (PLOC), 

family support (FSS), parenting stress (PSI), dyadic adjustment @AS), and family 

environment (FES). Relative to the nonnative samples, mothers of children with autism 

had a more extemal locus of control orientation, lower satisfaction with social support, 

and higher parenting stress. However, they reported similar levels of marital adjusîment 

and f d y  social integration and higher levels of cohesion, expressiveness and lower levels 

of conflict. 

The fhdings for mothers of young children with autism are comparable to those 

reported in previous research examining parenting stress and marital satisfaction in 

mothers of preschool agechildren with autism. Donnenberg and Baker (1993) compared 

the dierences in farnily functioning of young children with extemaking behaviours (e.g., 

hyperactive, aggressive (n=22), autism (n=20), or no significant problem behaviours 

(n=22). The mean age for the Donnenberg and Baker autistic sample was 58.9 months 



(SD = 12.90); the mean age for the curent sample is 57.98 (SIB=12.07). Two of the 

measuces examiad in the Domenberg and Baker study were the PSI and the DAS. nie 

current sample had a lower ChiId Domain score but a comparable Parent Domah score to 

the Domenberg and Baker autistic sample; Chüd Domain (curent sample, hI_=136.24, 

Domenberg sampk, M =143.2); Parent Domain (curtent sample, K= 136.24, 

Domenberg sample, M-136.4). The Dyadic Adjustment Scale was dso very similar, the 

current sample had an ovedi mean of 103.4, while the Donnenbag and Baker autistic 

sample had an overall mean of 104.2 

Koegel et al. (1983) assessed the penonality and My-interaction cbaractetistics 

of parents of children with autism. The parents in the Koegel sample were comparable in 

tems of education, mothas' employrnent status and socioeconomic status. No 

information conceming the age ofthe parents was provided. One of the measures they 

examined was the DAS. The mean age for their sample was 69 months. The total DAS 

score for the cment sample was lower than the Koegel sample (cment sample, = 

103.4, Koegel sarnple, M = 1 19.7). It is possible that this difference is a result of the fâct 

that the children were somewhat older and therefore the parents had experienced a longer 

period of adjustment to the demands of raising a child with autism. 

motheses Testinq 

parent in^ Stress 

Consistent with previous research, severity of autism was relateci to parenthg 

stress. The more severe the child's autism, as defineci by the mothers' reports of 

fiequency of syrnptomatic behavicur, the higher the level of reported stress. The severity 
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of the child's autism rnay intefiere with nimüy life in a variet. of ways. For instance, a 

family whose child has very rigid and repetitfve behaviours may bave to adapt th& 

environment and lifkstyle to 'fit' the child For example, the cbild may become ver' upset 

whenever Company cornes to the house, tbus the parents may avoid having visitors in 

order to avoid the child's upset. Or the chüd may become v e y  upset when the parents 

lave the home and so they rnay avoid going out veqr ofken to try and avoid the coaflict. 

There is also the concem over the visibility of certain behaviow that may cause 

embamissment and a feeling of incornpetence for the parent. For example, if the parent has 

the chiid out in the commUNty and he or she begins to display maladaptive behaviours 

such as smelling a person's haïr or fiicking their fingers in fiont of their eyes, the parent 

may avoid taking the child out as oflen in the firme. 

The finding that the subtest of Stereotyped Behaviours was a significant predictor 

of parenting stress was not surprising. These behavioun are often outside of the realm of 

typicd parenting and require the parent to adopt UnfamiIiar behaviour management 

practices. Society has basic guidelines for how to best address social and communication 

problems. For instance, parents with very young children often need assistance and are 

often faced with the task of assisting their child to talk or m e r  develop their social or 

play sküls. However, there are no general parenting guidelines on how to deal with a chüd 

repetitively fiapping the irbds  or bangiag their head, niese behaviom may undermine 

the parent's self-esteem and make them feel inadquate in their parenthg rote. 

For the present study, it was found that the more severe the autism the higher the 

level of parenting stress. One of the implications of this finding is that practitioners shodd 



be cognizant of families with severely autistic children to provide extra support. 

Moreover, an &ort shodd be made to teach parents necessacy skills to effectvely help 

with their chitdren's stereotypic behaviour which is often very stressfiil for these fhdïes. 

Findings were consistent with previous research on the influence of social support 

on stress. The more satisfied the mothers were with th& social support network, the less 

stress they reported. One ofthe implications ofthis hding is for practitioners to provide 

support in a marner which suits parental preference. Pradtioners may necd to present the 

f d i e s  with several different options which suits the famiy's needs best. For instanc:e, 

parent groups, parent training, social worker, or a reiiefworker. 

Consistent with previous research, locus of w n t d  was also related to parenting 

stress. The higher the degree of intemaîity, the lower the level of parent reporteci stress. 

Parental locus of control may reduce parenting stress for mothers who féel that they have 

some degree of control over th& child's behaviour. This may have important pracbcal 

implications. One element which may help parents feeI they have control over their child 

would be by providing them with enough information at the t h e  of their cbild's diagnosis 

conceming the specifics ofthe disorder and the best treatment approach. Adequate 

knowledge regarding the disorder and active involvement in treatment planning may help 

the parent to feel in control and thus, reduce parenting stress. 

Marital Adiustment 

There was no support for seventy of autism, social support or parental locus of 

control in predicting marital adjument. The faa that severity of autism was not 

significantly correlated with marital adjustment may have contributed to the lack of 



findings for the social support and locus ofcontrol Vanables. Although there was no main 

effect fiaund for severity of autism on marital adjustment, these mothers stiU reported 

marital adjustment lower than both the nonnative samp1e provided by Spanier (1976) and 

the KoegeI et al. (1983) sample. 

These findings suggest that hctors beyond the severity of a chiid's disabity may 

be related to maritaI adjustment. It may be that certain behaviour problems manifestecl by 

the child, rather ttian the severity ofautism per se, that causes strain and potentially 

reduces marital satisfaction. For example, it may be the distn'bution of burden of care or 

the quality ofthe marital relationship pior to the birth of the child. 

The hding that Stereotyped Behavhur was a significant p d c t o r  of marieil 

adjustment suggests that these behaviours have potential to reduce marital satisfâction. 

The less severe the stereotyped behaviours the higher the overaii maritai adjustment 

reported. This may be related to the idea that parents whose child rates high on the 

subtest of Stereotyped Behaviours experience conflict on how to best deal with the 

behaviours of the child tbat are out of the r e a h  oftypical parenting. For example, the 

child may f ck books and the parents are not in agreement on how to best deai with the 

behaviom. The mother may feei it is acceptable at certain times and the father may feel it 

is inappropriate dl the the. The parents are grasping at straws as to how to approach 

behaviours that are not typical of normdy devekping children and outside of th& 

parenting knowledge base. 
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Contrary to the findings reported by Henderson and Vandenberg (1992), then was 

no support for the predictions conccrning the index of the quaIity of the fémily 

relationship. Farnily relatiouship was a compilation of three of the f d y  environment 

subscales, cohesion, expressiveness and coaflict. High scores reflect high levels of 

cohesion and expression and low b e l s  of conflict. Severity of autism, satisfaction with 

social support, and the degree of inteniality did not predict higher or lower reports of 

fami1y relationships. It is possible that the inconsistent findings baween the Henderson and 

Vandenberg study and the curent study are due to differences in the measures utiiized. 

Symptom severity, social support, and parentai locus of control were assesseci using 

different measures than those used in the Hendenon and Vandenberg study. The fhct that 

severity of autism is not signincantIy correlateci with family relationship may have hindered 

contributions by social support and locus ofcontrol variables. None ofthe four subtests of 

the GARS were signifiant prediaors of the farniiy relationship index. 

It is possible that the indices that make up the family relationship ind- cohesion, 

expressiveness and confiict are estabiished within the f d y  prior to the birth or diagnosis 

of their chiidm. Mothen did report higher levds of cohesion and expressiveness and 

lower levels of contlict than the noms provided in the FES manual. The onset of autism 

in the f d l y  may actually bring the family closer together as they have to make an extra 

effort to help one another to meet the demands ofthe child with autism. 



Famiiv Social Intemation 

The finding that the more severe the chüd's autism, the lower the b e l  offiimily 

integration as reporteci by the mothers is consistent with prewious research Bristol (1984) 

found that f d e s  of chilchen with autism that were higher on recreationaî orientation 

were rated as better adapted and more accepting of the chüd. If the parent is Wpenencing 

more stress due to the severity of the symptornatic behaviour t is not surprishg that they 

do not participate in many activerecreational activities. It is quite possible that a chiid 

who is rated as more severe by his or her parents display many maladaptive behaviours 

that make it difficult for the parents to bring the child outside in the community without 

having to deal with severe problems (e.g., ~e~abusive behaviours, or tanîrums). In 

addition, the higher the severity of autism, the more Eely that there are more caretaking 

demands that do not aiiow the f d y  as much f?ee tirne to be involveci in recreationai or 

dtural activities. 

In examining the subtests of the GARS in predicting M y  social integration, 

Communication was the O* signifiant predictor. Family social integraion was lower for 

families whose children have poorer communication skills. A possible reason for this 

finding may be that the recreation~cultwd opportunities are more limitecl for children 

who have lower communication skills. For exampIe, children with higher communication 

skills may go to iibrary programs, movies or church services and have a better 

appreciation and understanding of their surroundings than cbiidren who do not 

communicate. 



Moderatine Effécts of Socid Suuprt and Parental Locus of Control 

Contrary to the findings of Peterson (1984) and Wolf et al. (1989) there was no 

support for the positive effècts of social support as a moderator variable on any of the 

outcome measures. Contrary to the findings of Krause and Stiyker (1984) there was no 

support that locus of control bas a moderating e f f a  in the relationship between stress and 

outcome measures. Contrary to Sader  and Lakey (1982) there was no support fbr the 

three way interaction examinhg severity of autism, social support, and iocus of conîrol. It 

was predicted that the interaction between severity and the moderathg variables would be 

beneficial under conditions of higher stress. Perhaps, the severity ofautism as reporteci by 

the mothers was not swere enough for a bufFering effect to take place. 

It is not uncomrnon for interaction eEects not to manifest themselves, even when 

they are predicted on the bais of common sense or a strong ttieoxy. One ofthe problems 

in the interaction analysis is a failure to detect interaction effects that do exkt (Jaccard et 

ai., 1990). There are a number of possiile reasons why tnie interaction effects may go 

undetected, some of which include; multicoiiinearity, measurement error, and smaii sampk 

sues (Jaccard et al., 1990). In the present study, in order to reduce potential problems 

with muiticoIlinearity, the severity of autism, social support and parental locus of control 

variables were centered prior to the formation of product terms. However, measurement 

error and sampk size w w  problematic. M the meastres used in this study have les than 

perfect reliability, and unreliable measures can yield biased estimates of regression 

coefficients in multiple regression. Meawrement error is thus a potential probIem for the 

analysis of interaction effects involvùig continuous variables. It has been shown that 



measufement error has the e f k t  of attenuating bierarchicai evaluations of product terms 

{Jaccard et aL, 1990). The degree of attenuation is a direct fiindion of the reliabii of 

the product tenn. If one mesure is reliable and the second measure is relaiively 

umeliable, then the reliabiity of the product term will be lower than the reliabii of the 

least reliable measure. For the mother sample, the reliabiity ofthe GARS was -90. 

However, the reliability for the FSS and the PLOC were relatively low, -63 and -54 

respectively. This is one of the difficulties that measurement error can create for 

hierarchical tests of interaction, especiaiiy with low statistical power. Using large sample 

sizes can ofien offset the loss of power induced by measurement error for purposes of 

hypothesis testing, The power of this study to fhd significant results was Iess than optimal 

because the sample size was small relative to the nurnber of predictors. In addition, the 

greater the number of interaction te-, the lower the power (Jaccard et al., 1990). 

Having a sample size of 50 and four interaction terms per equation quite likely contributes 

to possible interaction effects not being detected. How-mx, the regression analyses that 

were performed in the exploratory analyses with onIy one interaction term per equation 

was stili not able to detect significant interaction effects. 

Mother and Father Com~arisons 

In examinhg the data of the husband and wife cornparisons some very interesting 

findings emerged. There are some data that suggest that mothers and fathers of young 

children with handicaps do not m e r  in their perception of mess in general but that 

mothers may experience higher levels of some types of stress than do Mers (McLinden, 

1990). These diifferences may be due in part to the fact that mothers are more 



knowledgeable about the severity oftheir child's handicap and they have more demands 

placed on their tirne as a result of role division in the M y  (McLinden, 1990). This 

hding was supported in the present study. The mothers reported sipificatltly more stress 

than the fathers on the Parent Domah, specifidy on the Role Restriction and Spouse 

subscales. High scores on the subscale Role Restriction suggest that the modiers 

experience the parental role as resb'icting their fkeedom and the mothers often see 

themselves as being dominated and controlled by their child's demands and needs (Abidin, 

1995). The mothers who report high scores on the spouse subscale are those who are 

lacking the emotional and active support of the other parent in the a m  of child 

management. Eighty-one percent of the mothers whose husband participated in the study 

were either home full-time or worked part-time which may explain why more demands are 

placed on t h  The mothers and fathers scores were not significmtly different on the 

other measures, GARS, PLOC, FSS, and FES. The finding that mothers and fathers did 

not agree on the severity of their cMdrenYs autism is coatrary to what previous 

researchers have found (e-g., Bebko et al., 1987; Konstantareas & Homatidû, 1989; 

Freeman et al., 1991). Although there were no significant dserences between mothers 

and fathen on the subtests and Autism Quotient, the correlation between the rnothers and 

fathers was not significant (r = -24). 

One interesting fincihg that emerged was that the mothers whose spouses 

participated in this study had children whose autism was rated as more symptomatic. 

These mothers reported significantly higher scores on the Communication, Devdopmental 

subtests and the overd Autism Quotient than the mothers whose spouse did not 



participate in the study. It is possible that the greater severity of the child's disorder 

requins that fathers becorne more invoived, as the mother is unable to cope without 

assistance fiom her spouse. Thus, fathers may be more involved in the day to day demands 

of raising the child. Another possible explmation for this finding is that the 19 of the 22 

f&en who participated in the study were the fithers of sons. Rodrigue a ai. (1992) 

found that Mers of sons with autism perceive parenthood to be more d @ n g  than 

fathers of daughters. Rodrigue et aL (1992) suggest that fathers may experience more 

diffidty adjusting their expectations for thek daughters, which may precipitate 

heightened anxiety, bstration, and uncertainty concemhg their interactions with them. 

They found that fathers of girls with autism reporteci less M y  ahesion than did fkîhers 

of boys. In summayy, it may not be that fathers are more involved with children who 

present with more severe symptomatology but rather are more cornfortable in their role as 

fathers and participating in the day to day demands of parenthg their sons more than tbeir 

daughters. 

Limitations of the Studv 

The Limitations of the present study fêll into two broad categones, those pertaining 

to the sample, and those relating to the procedure. One of the major limitations of the 

present study is that the sample size was relatnely s d .  This is potentially problematic as 

it b i t s  the generalizabiMy of the obtained r d t s ,  and reduces the statistical power of the 

analyses. Aithough the drawbacks of having a small sarnple size were recognized, the 

sample size was dictated by the fact that autism is a relatively rare disorder and that the 

current study focused on f d i e s  of preschool age children. 



Another potential limitation of the subject sample is the representativeness of the 

parents who agreed to participate in the study. The response rate was appmxhately 50% 

or Iess depending on the City. It is quite possible thaî the faxdies who did not respond 

present much differentiy- These fàdies may be experiencing many more difficulties due 

to excessive parenting demands and did not have the t h e  or energy to respond to the 

study. Another limitation of the representsrtiveness of the sample is that aii the families 

who participated in the study had children who were invo1ved in behaviod treatment 

programs. The adjustment process in firrdïes whose children are not already involved in 

active treatment may be very different. In addition, the present sample consisteci of 

parents fkom middle to upper class families. It û possible that the reswces associated 

with higher SES provides the families with support and allows for bettet overall 

adjustment. 

One of the proceduni liMtations of this study was not having an independent 

measure of symptom severity. Having an independent measure of symptom severity would 

have given a more relüible assessrnent of the severity of the children's autism and may 

have elevated the scores on the severity of autism measure. Aithough the parents 

perceptions would remain the same, it would have been interesthg to compare clinician 

vernis parent reports to see if they perceive their children's disorder diffierently. 

Another drawback in the procedure was the lack of control groups. h i e  to the 

paucity of research with parents of preschool-age children, utilizing control groups would 

have provided more accurate cornparisons for the current sarnple. A handicapped, but 

nonautistic cornparison sample, would have controled for stress experienced by ail 



families of handicapped children and would have provideci an index for the stressors which 

are characteristic of parenting an autistic chiid. A cornparison group of fkmiIies of 

nonlmdicapped chiidren matched on the autistic chiidfen's mental age would have been 

interesthg so that the normai stmses of child rearing of mothers and Mers couid be 

comparai with the normative sample. 

Sug~estions for Future Research 

The ABCX mode1 outiined in the present study is one of many coping models 

posited in the stress and coping literatwe. Future research should examine other models 

withh the context of preschool age children. Of particuiar interest in this age group 

would be examining the sequentiai stages of parental adjustment to the birth of a chikl 

with autism. In the iiterature there is considerable variation in the nurnber, description, 

and causes of the various stages identified, The most common stages consist of some 

forrn of initial crisis response: shock, deniai, feelings of detachment, bereavement and 

bewilderrnent (Blacher, 1984). Emotionai disorganization is fiequentiy used to d e m i e  

the second stage whereby parents experience such feelings as guilt, disappointment, anger 

or Iowered self-esteem (BIacher, 1984). The finai stage is one of emotional adjustrnent, 

which includes acceptance and adaptation. Acceptance refers to parents accepting the 

chiId as weii as others and themselves. Adaptation is when parents become less anxious 

and enjoy increased comfort with their situation (Blacher, 1984). It would be hteresting 

to assess whether the parents did or are undergohg some stage-related process of 

adjustment and how it relates to the time frame foiiowing diagnosis. 



Another suggestion for fimire research wodd be to evaluate parent traimag and 

support groups for parents of chiidren recmtly diagnosed with autism uising pre and pst 

training meaSuTes. Assessing the parenting stress, social support and parental locus of 

control prior to the training and then providing the parents with information and practicai 

suggestions rnay make a signifiant contniution to reducing the stress in the fàdies of 

children with autism. 

Summarv and Conclusions 

Some of the findings in this study support previous research in exannaing specific 

variables associated with successfûl adaptation in familes of children with autism. 

Overall, the families of young children with autism are rumghg satisfhctorilyy The 

diagnosis the children receives does not seem to relate to M y  hctioning as refiected in 

parenting stress, dyadic adjustment, or the quality of the f d y  environment. The severity 

of autism was associated with increased levels of parenting stress, a more extemal parentai 

locus of controi, and less satisfaction with social support. There was no support for the 

moderathg role of social support or parental locus of locus of control on parenting stress, 

dyadic adjustment, famiiy relationships or family social integraîion. More research is 

needed in ewmining the cornparisons between mothers and fathers, especially within the 

preschool years. The mothers and fhthers were in high agreement on levels of marital 

adjustment, f a y  relationships and fPmily social integration. There were some 

differences reported in the parenting domain of the parenting stress index. A s d  sample 

sire rnay have conmbuted to lack of statistical findings between these two groups. 

Increased understanding of the famiiy hctioning especiaiiy duriRg the preschool years 
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will assist practitioners in helping famüies begin the treatment for the child and training 

and support for the parents. 
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Appendac A 

Demographic Information Form 



1. Penon Complethg Q u e s t i o d n  (check one) 

2. Age (uears) - 

3. Marital Status : - Swe - C~rtltnm-h 
(check one) - Mamed - S e p a m a D m  rced 

other (please specifi): - 

Occupation 

5. Education: (circk the highest levd attained) 
Below high school (grade) 4 5 6 7 8 
High school (grade) 9 10 11 12 13 
Collcge bears) 2 3 4 5 
University (y=) 1 2  3 4 5 
Graduate school (years) 1 2  3 4 5 

6. Partnu's Occupation 

7. Partacr's Edueation (circle the highest level attained) 
Belowhighschml($Rde) 4 5 6 7 8 
High school (grade) 9 10 11 12 13 
coues (Y-) 1 2  3 4 5 
University (y-) 1 2  3 4 5 
Graduate school (jean) 1 2  3 4 5 

(a) Age of child (y-) monîhs 

(ù) Gender (check one): M F 



- (c) If your cbild has meived a diagwsis, what was Wshe diagiiosed wiîh? Ifyair M d  
has recekd  more dian one diagnosis, please iist the time primary ms- 

(e) Briefiy outiine the type of m e n t  progam y w  child is aimntly enmiled in 

( f )  How long has your chüd been atttmding this program? 

(g) How many days a week does you child attend the program ? 

(h) How many houn a day does your M d  attend the program? 

(i) Do you curmtly have any other children living in your home ? 
no @lease indicate the age and gender of each child) Y= - 



Appendix B 

Giîiiarn Autism Rating Subtests 



Giiiiam Autism Rathg Sale 

~ubsfale I Desctiption 

Stereotyped I DeScnies stereotyped 
Behviours behaviours, motility disorders, 

and other unique and strange 
behaviours. 

behaviours that are 
symptomatic of autism. 

Communication Indudes items that d e m i  
verbal and nonverbal 

A V ~ S  al&ng eye contgct. 
Makes bi@-pitched sounds or other 

Social 
Interaction 

Developmental 
Disturbances 

vocaiizations. 
Slaps, bits, or bites self or in other ways 

Includes items that refer to the 
subject's ability to relate 
appropriately to people, events, 
and objects. 
Includes key questions about 
the subject's development 
during earIy childhood- 

att&npts to injure seK 
Repeats (echoes) words verbaliy or with 
si@- 
Avoids asking for things he or she 
wanis. 
Fails to initiate conversation with peers 
or adults. 
Resists physid contact fiom others. 
~augh;  &$es or cries inappropriately. 
Does certain things repetitively, 
ritualisticailyY 
Did the child imitate another person 
bediore age 3 (e.g., peek-a-boo)? 
Did the child appear deaf to some 
sounds but hear others? 



Appendixc 

Parental Locus of Control Scaie (PLOC) 



Parental Locus of Control Scak 

Please r a d  the foilowing s-tements canfuliy and iudicate how much you agree or 
disagree using the s a l e  below. Please answet according to how you ictuallv fcd not 
how you think you should fccl or would Iike to fed While fang out this forni plcue 
try and keep in mind your chüd with autism. Thank you. 

Strongly Somewbaî Neither Agree sou leWh s-Y 
Disagree Nor Disagne @= 

4 
Agrct 

1 2 3 5 

Parental Etlïcacy 

1. When 1 set expectations for my child, I am almost 
certain tfiat I can help himlber meet them (R) 

2. 1 am o b  able to predict my chiid's behaviour in situations. (R) 1 2 3 4 5 

3. When my child gets angry 1 can usualIy deal nith 
hùnmer i f1  stay caim. (R) 

4. What 1 do has little e f f i  of my child's behaviour. 1 2 3 4 5  

5. No matter how hanl a parent tnes, some children 
wili never leam to min& 

6. When something goes mong between me and my chilcl, 
there is littie 1 can do to correct it- 

7. Parents should address problems with their chiIdren 
because ignoring them won't make them go away. (R) 

8. It is not always Wise to expect too much h m  my chdd 
because many things turn out to be a rnatter of good or 
bad luck anywayY 

9. If your dùld tantnuns no manet what you m, 
you might as weU give up. 

10. 1 am responsible for my chiId's behaviour. (R) 1 2 3 4 5  

1 1. Capable peuple wvho fail to becorne good parents have 1 2 3 4 5  
not followed through on their oppornuiities. (R) 

12. My child's bebaviour problems are no one's tuilt but my own.(R) 1 2 3 4 5 



13. Parents whose childm make than feel helpless just 
aren't using the best parenting teçhniques. (R) 

14. There is no such &hg as good or bad chiidsen - 
just good or bad parents. (R) 

15. Parents dm can't get their children to listen to than 1 2 3 4 5  
don't understand how to get almg with their chiidsen. (R) 

16. Most chüdrens' behaviour problems would not have developed 1 2 3 4 5  
if their parents had had better parenting skills. (R) 

17. Children's behavim problems are o h  due 
to mistakes theh parents made. (Et) 

18. When my child is m11-behaved, it is because 
he/she is tespondiag to my efforts. (R) 

19. 'The misfortunes and suceess 1 have bad as a parent are 1 2 3 4 5  
a direct result of my own behavi~ur~ (R) 

2 1. My child does not control my id%. (R) 1 2 3 4 5  

22. Even if your chiid frequentiy tantnuns, 
a parent shouid not give up. (R) 

23. My child Muences the number of fiiends 1 have. 1 2 3 4 5  

24. WhenImakeamistake'wnhmychildIam 
usually able to correct it. (R) 

25. Ir is easy for me to avoid and iùnction independaisly 1 2 3 4 5  
of my child's attempts to have control over me. (R) 

26. My life is chiefiy controiied by my child. (R) 1 2 3 4 5  



Parental Belief in FatelChance 

27. Without the right breaks one cannot be an e d k h e  parent. 

. . 
28. Heredity phjs  the major role in determming 

a chiid's personal@. 

29, Neither my child nor myself is tespaasiblc 
for W e r  behaviour. 

30. Success in dealing with children secais to be more 
a matter of the child's mood and fêelings at the time 
raîher than one's own actions. 

3 1. In order to have my plans work, 1 d e  sure thq- 
fi in with the desires of my chiid. 

32. 1 am just one ofthose luckyparents who happened 
to have a good child. 

33. Most parents don't realize the extesrt to which 
how their children tum out is iduaiced by 
accidental happenings. 

34. Being a good pareut often depends on king 
lucky enough to have a good chdd. 

35. 1 have oflm found that dien it cames to my childrm 
what is going to happen will h a p p  

36. Faîe kind to me - if 1 had had a bad child I don't 
know what 1 wouid have done. 

Parental Control of Child's Behaviour 

37. It is not too diflicult to change my 
child's mind about something. (R) 

38. My child's behaviour is sametirna 
more than 1 can handle. 

39. Sometimes 1 feel that 1 do not bave cnough 
control over the direction my child's lie is 
taking. 



40. I always fcel m control when it cornes to my child. (R) 1 2 3 4 5  

4 Sometimes Iféelthatmychild's khanniris hopeless. 

42. It is often easier to let my chiid have M e r  
way than to put up with a tantnm. 

44. 1 find that sometirnes my M d  can get me to 
do things I redy did not waut to do. 

45. My M d  ofkm behaves in a mamer veq different 
fkom the way 1 wodd want himher to behave. 

Note- Subscaies and R were not identifieci on the f9mi given to the parents. R indicates 
scoring. 

PLOC: Campis, Lyman & Dunn (1986) Uaivenity of Alabcuis 



Appen&D 

Parental Locus of Control Subscaies 



Parental Locus of Contral Scale 

Su bscale I Description I Esamples 

Parentai 
Efficacy 

Parent al 
ResponsibiIity 

Hi@ scores indicate a parent who 
does not feei effective in the 
parenthg d e .  

Child Control 

What 1 do has Little e&ct on rny 
chiid's behaviour. 

¶ 

Parental Belief 
in FatdChance 

Carnpis, Lyman and Prentice-Dunn (1986) 

High scores indiate a parent who 
does not fée1 respomiiile for th& 
c hiId ' s behaviour- 

High scores indicate a parent who 
feels that their child's needs and 
demands dominate their We. 

Parental Conaol 
of Child's 
Behaviow 

Children's behaviour problans are 
often due to mistakes their parents 
made. 

My child influences the number of 
friends 1 have, 

High scores indicate a parent that 
believes that parenting and cMd 
behaviour are influenced by extemal 
factors such as fate and chance- 

Without the ri@ breaks one 
cannot be an effective parent. 

Wigh scores indicate a parent who 
feels unable to control their chiId7s 
behaviour 

It is o f b  easier to let my cMd 
have hidher own way thaa to put 
up with a tantnim. 



Appendix E 

Famïiy Support S d e  (FSS) 







Dvadic Adiustment &le 

Su bscale I Description Esamples 

Dyadic 
Consensus 

Dyadic 
Satisfaction 

Assesses the extent of agreement 
between partners on matters 
important to the relationsbip. 

Affectional 
Expression 

- pp - - . 

Spanier (1989). 

HandIing M y  finances. 
Religious mattem. 
Househoid tasks- 

Measures the amount of tension in 
the relatiomhip, as weU as the extent 
to which the individuai has 
considered ending the relationship. 

Dyadic 
Cohesion 

Do you cunfide in your mate? 
Do you ever regret that you 
mamed? 
How often do you and your partner 
-el? 

Mesures the individuai's 
satkfhction with the expression of 
a f fdon  and sex in the relationship. 

Demonstration of expression. 
Being too tired for sex. 
Not showing love. 

Assesses the cornmon hterests and 
activities shared by the couple. 

Have a stimulatiug exchange of 
ideas. 
Laugh together. 
Calmiy discuss something. 



Appendix G 

Parenting Stress Index Subscaies 



Parentinn Stress Indu 

Chiid Domain 

Reinforces I 
Parent 

Mood 

Acceptability 

Description 

High scores are associated with 
children who display many of the 
behaMours associated wiîh ADHD. 

High scores are aSSOciated with 
characteristics that make the parenthg 
task more difficult by wtue of the 
child's inabifity to adjust to changes in 
his or ha physical environment. 
- .- - - - - 

High scores are associated with 
parents who do not experience their 
chiid as a source of positive 
reinforcement. 

High scores are associated with 
parents who experience their child as 
placing too many demands upon him 
or her. 

High scores are associated with 
chiidren whose &&e fhctioning 
shows evidence of dysbction. 

- .  - -- 

High scores are associated with 
parents who feel that their child's 
physicai, inteilectuai and emotionai 
characteristics do not match their 
expectations. 

Compared to most, my child has 
more dÎfiicuity conantrating 
and paying attention. 1 
My chüd reacts very strongiy 
when something happens that 
my cMd dasn't iike. 

My child rareiy does thuigs for 
me that make me feel good. 

My child tusned out to be more 
of a probiem than I had 
expected. 

When playing, my child doesn't 
ofien giggle or laugh. 1 
In some areas, my chiid seems 
to have forgotten past leamhg 
and has gone back to doing 
thuigs characteristic of younger 
children, 



Parent Domain 

Subsde 

Cornpetence 

Isolation 

Attachent 

Health 

Role 
Restriction 

De pression 

r 

spouse 

_I 

Abidin (1 995). 

Description 

High scores may be produced by a 
number of f'actors: parents of an only 
child, or parents lacking pracfical child 
knowledge sküls. 

High scores are ofken indicative of 
parents who are sociaily isolated fiom 
peers, relatives, and other emotional 
support systems. 

%@Ï score may be a result of the 
parent not feeling a seiw of emotional 
closeness to the child or the parents 
real or perceived inabiiity to observe 
and understand the child's fmlings 
andor needs accurately. 

High scores are suggestive of 
deterioration in parental health that 
may be the resdt of parenthg stress or 
an additional independent stress in the 
parent-child system. 

High scores suggest that the parents 
experience the parental role as 
restrictirig their fieedom and 
fnstratirig them in their attempts to 
rnaintain their own identity. 
pp 

High scores are suggestive of the 
presence of sigdicant depression in 
the parent. 

High scons indicate thaî the parent is 
lacking the emotionai and active 
support of the other parent in the a m  
of chiid management. 

I o h  bave the feeling that I 
c a ~ o t  handle fhings very weii. 

Smce h a .  chïidreq 1 have a 
lot fewer chances to see my 
m d s  and to make new fiiends. 

It takes a long tirne for parents 
to develop close, warm faliags 
for their children. 

M g  the past SEL mon- I 
have been sicker than usual or 
have haâ more aches and pains 
than 1 normally do. 

since having a chlfd, I feel that I 
am almost never able to do 
things that 1 Lüce to do. 

I feel evay time my child does 
somethhg wrong, it is r d y  my 
fkult. 

Since having a child, my spouse 
and 1 don? spend as much time 
together as a M y  as 1 had 
expected- 





Familv Environment Scale 

Subscde 
L 

Cohesion 

Description 

Expressiveness 

Esamples 

The degree of cornmitment, help 
and support fhmiiy mernbers 
provide for one another. 

Conflict 

There is a feeling of 
togethemess in our M y .  

The extent to which famiiy 
members are encourageb to 
express their feelings directly- 

Independence 

There are a lot of spontaneous 
discussions in our fitmily. 

The amount of openly expressed 
anger and conflict among M y  
members. 

Achievement- 
Orientation 

Family mémbers sometimes get 
so angry they throw things. 

The extent to which famiy 
members are assertive, are self- 
suflicient, and make their own 
decisions. 

InteIlectual-Cuiturai 
Orientation 

Family members strongly 
encourage each other to stand 
up for their rights. 

How much activities are cast into 
an achievementloriented or 
cornpetitive fhmework. 

Active-Recreational 
Orientation 

Family members have strict 
ideas about what is right and 
wrong. 

We feel it is important to be the 
best at whatever we do. 

The level of interest in politicai, 
inteiiectuai, and cultural activities. 

Moral-Religious 
Emphasis 

We often talk about politics 
and social problems. 

The amount of participation in ' Friends often corne over for 

The emphasis on ethical and 
religious issues and values. 

social and recreationai activities. 

Organization 

Moos and Moos (1994). 

dinner or a visit. 

Control 

~ h e  degree of importame of clear 
organization and structure in 
planning f d y  activities and 
responsibilities. 

-. Activities in our f d y  are 
pretty carefûily planneci. 

How much set des and 
procedures are used to run fàmiîy 
We. 

Rules are pretty infiexiile in 
our household. 



Appendix 1 

Initial ReCNitment Letter for Families in Calgary, Ottawa, and Wepeg 



We are n~dyiag the aperiences, pmeptions, and ad- ofpanms of yamg 
Mdren with This research may provide a becrer uadeisrardiiig of how difi%- Euniiies 
adapt and adjust 16 raÛirig a child with an aimstic disorder. The findmgs wÎîl be helpnil to boih 
professionals and parentr in incrrasing the awareriess of the e r s  rem to adjustment in 
famiIïes of young children. In the fimue, this h c r e a d  awarmcss may k kiunciai to fimilies m 
identiMng resources that an most helpftl to parents raishg a M d  with autism. 

We rroognUe that as parents you are very kw, but we hope you wiU k able to help us. 
We are looking for mothers and Mers of chiidren with aimmi who are six years old and yamga. 
If wu agree to participate in this study you wiii be asked to compIete a packet of~uestiomakes 
that will take approxhateiy 75 minutes of your tirne. The packet contains a fora concaniag 
W y  information, followed by six questionnaües. These questiomak wili a& fôr your views 
about your child, your relationship witb your partner (fin a current reIationship), the amount of 
social support you d v e ,  views about daily hmïiy  Living, and your viw about parcntllig. Tbm 
are no right or wrong m e r s  to any of these questions. Yau aaswers descrii how you k l .  if 
you have any questions while filling out the questionnaires you wiU haw a rnimber to c d  t9r 
M e r  chdication. 

Your participation Y completely volmtary and you are h e  to waMraw at any W. To 
pro- your privacv7 no names wül be used on any of the qyestionnaües. We wiü be glad to &are 
the general findings with you at the end ofthe study as weU as answer any questions you may have 
now or iater. 

Ifyoudecidenottoparticîpateinthis study, thiswiU innowayafEéctthequaiityof 
s e ~ c e  yur child receives h m  Society for Treatment of Autisn (Calgary). 

If p u  think you d o r  p u r  partner may be interested in parîicipatmg in the saidy please 
cal1 Deborah BrownlGodsave at 25 1-6158 for mon information and answers to any questions you 

have. If you do not reach me direcüy, please leaw a message ai my persod aaswering 
machine and I wii  ntum your c d .  Thank you. 

Deborah BrownGodsave (Researcher) 
Graduate Student 
Department of Psychology 
University of Calgary 
Caigarv, AB T2N 1N4 
Phone: (403) 25 1-6 158 

Dr. E. J. Mash (Research Supervisor) 
Professor 
Department of Psychology 
University 0fcalgaIy 
Calgary, AB AB lN4 
Phone: (403) 220.4959 



Appendix J 

Agency Letters for Calgary Families 



June 10; 1996 

Dear Parent(s) or Guardian(s): 

In the ~ociety's continuing effort to support research on auüsm, enclosed please 
find information on a research project k i n g  conducted by Ms. Debby Brown- 
Godsave, a graduate student from the- University of Calgary. Ms. Brown- 
Godsave is seeking families with an autistic child six years of age and younger 
to participate in her study. 

/ 

1. thank y& for taking the tirneto read through her proposal. . 
. ' 

FAX (403) 253 1 

- .' 
\ 

Sincerely, 

Sylina ~eong,  B.S.W., R ~ . w .  
social ~ o r k  Supewisor : 

Revenue Canada Char@ No. 0525182- 1 1-24' 



Sample of Second Recruitment Letter for Calgary and Ottawa 



Dear Parent (s): 

My narne is Debby Brown-Godsave and 1 am presently compIethg my Master's degra in 
Psychology at the University of Calgary. Prior to attcndmg grèmiate schooI 1 worked with perrcm~ 

autism for four years Ï n  Ontario. 1 bave been associated with the Society for Treatnmî of 
Au& (CaIgary) for one year. 

A letter should have ken  sent to you in July whidi you may or may wt bave recemd The nasoii 

that 1 am sending out a setond letter is that the response f b n  families bas been low. In order to 
complete this study, 1 am in need ofîhe support of maay fàmilies. In the letter I e x p W  tbat 1 
am conducting a research project which I hop will pmvide a better u m h t a d q  of h m  di&nni 
familes adapt and adjust to raising a chiid with an autistic disorder. The fïdhp wiU be helpfd to 
bot. proféssionais and parents in mcreasing the awareness ofthe factors nlatal to adj- m 
fimilies of young chiIdrea- In tbe future, this increased awareness may be benefiaal to fandies in 
ident@hg resources that are most helpfûi to parents raising a chüd with auciSm. 

We recognize thai as parents you are very buy, but we hope you Win be able to hdp us. W e  are 
looking for mothen and fathers of children with autism who are six years oid and younger. If p u  
agree to participate in this study you d be asked to complete a packet ofquestioluliiires tbat wiii 
take approximateIy one hour of your the. 

If you decide not to participate in this study, this will in no way anéct the quaiïty of semice y o ~ r  
child receives nom the Society for Treafment of Autism (&@IV)- 

If you think you andbor your parnier may be interested in panicipaîïng and leaming more about 
tbis study please sign the attached fonn and iehirn f to Margard House. Please Kid the signed 
fonn in your cbiid's backpack and it will be forwarded to mysekf Please do aot hesitate to contact 
me or my resesirch supervisor ifyou have any questions. Thank you for your tirne. 

Debby BrownlGodsave (Researcher) 
Graduate Student 
Department of Pqchology 
University of Calgary 
Calgary, AB T2N 1N4 
Phone (403) 25 1-6158 

Dr. Eric Mash (Research SupeNisor) 
Pmfèssor 
Depariment of Psychology 
University of Calgary 
Cal&ary, AB T2N IN4 
Phone: (403) 2204959 



1 am interested in learriing more about the research project entitled "Child and F a d y  
Characteristics and the Adjustmwt of Families of Young Children with Autism" 
conducteci by Debby Brown-Godsave. 

Name 

Phone Number 

The best time of day to cal1 is 



A P P ~ L  

Outline for Telephone Script 



Dmft - Introductoty Telephone Script 

Thank you for your interest in our study. As outiined in the letter you received we are 
interested in examining the experiences, perceptions and adjusîments of parents of young 
children with autism, 

If you should choose to participate in the study a packet of qyestiomak wiii be sent out 
to your home. Ifyour partner is also interested in participating, a separate packet for 
himmer will be delivered to your home. W e  ask that you do not discuss the questionabes 
with your partner and fili them out independedy ofone another. The qyestiomakes will 
take approxhately one and a quarter hours of your the.  The packet contains a form 
conceming f d y  information, followed by six qriesti*onnaires. These questionnaires will 
ask for your views about your child with autism, your refationship with your partna, the 
amount of social support you receive, views about daily fàmüy Iiliving and your views 
about parenting. Shouid you have any questions while f i h g  out the questionnaires you 
will be able to c d  me for clarification A self addresseci stamped envelope will be 
enclosed for you to rehim the packet. You wiU fmd a letter followed by a number on the 
top nght hand of the package, this information is for identifyiig which city you live in and 
the number of packages sent out - 
Your participation is completdy vooluntary and you are fkee to withdraw at any time. In 
order to ensure your privacy, no names wiîi be used on the questionnaires. Ifyou sbould 
decide to participate in the study, 1 will need your name and address and telephone 
number. 1 WU caii you back in approxïmately three weeks to Uiquire ifyou have 
completed the questiomaires and returned them You will receive this c d  even ifyou 
have already retumed the questionnaires as 1 wili not know who has retumed them as 1 
WU have no identifjing information on the fom.  

Upon completion of the study we will send you out a summary ofthe resuits if you are 
interested. 

Do you have any questions conceming the study tbat I rnay help dari@? 



Appendix M 

Instructions for Completing Questionnaire Package 



INSTRUCTIONS FOR COMPLETING THE QUESTIONNAIRES 

Thank you for your participation in this study. The purpose of this project is to 
exmine parental experiences, perceptions and acijustments to having a child with an 
autistic disorder. Befixe you begin, we ask that you please read the leiter enîiîied 
"INFORMATION ABOUT THIS PROJECT" to ensure you undexstand and are 
cornfortable with the procedures outlined. This package includes seven questionnaires plus 
a form requesting a summary of the resuhs foliowing the study. We ask that you please try 
and keep in mind your chiid with autism when you are answering the questions. The 
specinc inst~ctions for each qyestionnaire are presented at the top of the individual fom. 
We want you to read and consider each question thoughtfiily, but don? dweB too long on 
any one question, We recommend that you answer each qyestion wïth your first respoIlSe- 
Remember, that participation is completely voluntary and you are fiee to stop at any time 
or lave any question blank if you choose. 

We ask that you complete these forms in private when time m t s .  Please do not 
consult faMly members while filling out the questionnaires, we are interesteci in your 
perceptions and impressions of the farnily unit Ifyour partner is also complethg these 
forms, please compIete them separately and do not discuss your responses until after you 
have retumed your questionnaires. It is not necessary that you wmplete these fonns d in 
one sitting, However, we do ask that you please complete the fonns in the order in which 
they were received. We wouid appreciate it ifyou can please return the wmpleted packet 
two weeks f?om the tirne you receive it. 

AU the information you provide us with will be wmpleteiy confidential @Iease do 
not put your name on any of the questionnaires). It is important that you undentand that 
there are no right or wmng M S W ~ ~ S  to any of the questions. The study is not designed to 
evaluate individual family fbnctioning but rather to look for trends across h d i e s .  Ifyou 
would üke to receive a summary of the resdts upon completion of the study, please fiil 
out the request fom and place it in the separate enveiope provided and include t with 
your packet of questio~aires. When you have finished the questionnaires, please seal the 
questionnaire package in its ~e~addressed stamped envelope and deposit it in a dbox 
Once again, thank you for participahg in this study. Your time and assistance is 
extremely helpful to us. If you have any questions at aU concerthg the instructions, 
please do not hesitate to contact Deborah Brown-Godsave at 25 1-61 58. 

Researcher 
Deborah Brown-Godsave 
Graduate Student 
Department of Psychology 
University of Calgary 
Cakary, AB 
T2N lN4 
Phone: (403) 25 1-6158 

Research Supe~sor  
Dr. Eric Mash, Ph D. 
Professor 
Department of Psychology 
University of Calgary 
~ ~ ~ 8 a r y 7  AB 
T2N 1N4 
Phone: (403) 220-4959 



Appendix N 

Inforneci Consent Forms 



Research Project Title: 

Researchers: 

University of Calgary 

Information About This Research Project 

Child and Family Characteristics and the Adjustment of 
Families of Young CMdren with Autism 

M. Deborah Brown-Godsave, B.A (Researcher) 
Department of Psychology, University of Calgary 
Telephone: (403) 25 1-61 58 

Eric J. Mash Ph.D., C. Psych (Research Supervisor) 
Department of Psychology, University of Calgary 
Telephone: (403) 220-4959 

This consent form, a copy of which has been given to you, is only part of the process of 
infomed consent. It should give you the basic idea of what the research is about and what 
your participation will involve. Ifyou would like more detail about something mentioned 
here, or information not included here, please ask. Please take the time to read this form 
careftliy and to understand any accompanying information 

We are conducting a study to examine the expiences, perceptions and adjustments of 
parents of young children with autism. nie hdings of this study will help profdods 
and parents to gain a greater awareness of the b o n  related to adjustment in familes of 
young children. In the fùture, îhis increased awareness rnay be beneficial to hmilies in 
identifjing resources that are most helpful to parents raiskg a chüd with autism. 

Your participation in this study will involve completing a packet of questionnaires, which 
should take no more than.75 minutes to complete. The packet contains a fom concemirtg 
f d y  information, followed by six questionnaires. These questions wül ask for your 
views about your chilcl, your relationship with your partner Ciin a curent relationship), 
the amount of social support you receive, views about daily f d y  living, and your views 
about parenting. There are no right or wrong amvers to any ofthese questions, your 
answers describe how you feel. Please complete the questionnaires in the order in which 
they appear in your packet. When you have finished, please seal the completed set of 
questionnaires in the envelope provideci, and deposit in a postal box within two weeks of 
receiving the packet. 



Some of the items in the attached questionnaires deal with relaîionship and M y  issues, 
there is a slight posstiiiity that some items may make you feel uncomf0rtable. You are h e  
to not answer any questions or to discontinue fiiiing out the questionnains at any t h e  if 
you wish, and you are fiee not to reairn them if you change your mind about participating. 
If you have any questions c o n d g  the questionnaires whiie you are complethg them 
you may contact the resuircher at the above number. Should any concem &se as a 
result of completing the qyestionnaires, you are inviteci to contact a psychologist, Wayne 
Sklarski, M.A C. Psych, for assistance. Wayne can be reached at 253-229 1 

Your response will be completely anonymous. You will not be asked to provide any 
identifLing information on any of the f o m  you return. AU r d t s  win be reported on a 
group basis. No individuai information wiiI be included. Vyou wish to request a 
summary of the results of the study, you may supply your name d maüuig address on a 
form provided and enclose in a separate aivelope with your packet. 

AU of the completed questionnaires will be stored in a locked &g cabinet in the 
Researchers office at the University of Calgary and will ody be accessible to the 
Researcher and the Research SupeMsor. The raw data will be destroyed two years after 
the Researcher niccessfiilly defends her Master's Thesis for which this study is beimg 
conducted. 

Your decision to complete and retum this questionnaire packet wüI be interpreted as an 
indication of your consent to participate. If you have additional questions concerning this 
research, you should fed fiee to ask by contacting Deborah Brown-Godsave at the 
telephone number given above. 

If you have any questions concerning your participation in this project, you may also 
contact the Office of the Vice-President (Research), University of Calgary, and ask for 
Karen McDermid, 220-338 1. 

PLEASE KEEP TBnS INFORM;4TION FORM FOR YOUR RECORDS AND 
REFERENCE. 

TaANK YOU. YOUR PARTICIPATION IS VERY MUCH APPRECIATIED. 



Appendio 

Request for Sumrnary of Resultts 



Request for Summary of Results 

To: Ms. Deborah Brown-Godsave and Dr. Eric Masb, Researchers 

1 was a participant in your study which examiLled the experïences, perceptions and 
adjustmenîs of parents of young chiidren with an autistic disorder- 1 would be interesteci 
in receiving a summary of the results once they corne avaiiable. 

Address: 

NOTE: Please enclose this form in the envelope provided and seal iîi Once the 
envelope is sealed you may enclose it with the questionnaire packet to be nturned. 
m o n  receipt of the packet, the envelope with the rquest form will bc removed 
immediately from the envelope and placed in a seprrate location. The envelopts 
with the request form will not be opened until such time as tbe resuIts sin ready to 
be distributed. 



Correlations of Mothen Demographic Characteristics and Predictor, Moderator and 
Criterion Measures 



Table Pl 

Age Educational Hollingshead Employment Number of 
Level SES Status Cbiidren 

GARS .O0 -.O4 -24 .O2 0.03 

FSS -19 -16 -,O9 -29 * .O7 

PLOC -.O5 -.O7 0. 12 -04 0.17 

PSI -15 -.20 .O8 .O3 .O9 

DAS .O5 -37 * -. 19 -. 04 .12 

FRI -10 .35 * -.O 1 -.O5 -15 

FSII .30 * .33 * -.28 * -.O0 -.O8 



Su- of Hierarchicai Regession Analyses using Number of Supports as a Moderator 
Variable 



TabIe O1 

Summarv of )Iierarchical Remession AnaIvsis for Variables Predictine Paremtinn Stress 

m=50) 

Variable a as5 l3 R~ 

Step I 

Severity of Autism 6 2  .488 411** ,167 

Parental Locus Control 1.06 -434 - -303' .O90 

Number of Support -2.66 1.89 -.174 .O28 

Step 2 

Severity of Autism X Parental Locus of Control .O65 .O43 -21 1 .O3 5 

Severity of Autism X Number of Support -.O80 -173 -.OS8 .O03 

Parentai Locus of Control X Number of Support -000 -1 80 .O00 -000 

Step 3 

Autism X Locus of Control X Number of Support .O IO .O19 .O88 .O04 

Note. R' =.3 1 for Step 1; e2 change =.O4 for Step 2 @ >.OS); E~ change = -00 for Step 3 -- 

@>.OS). 

*g< .05  * * ~ < . 0 1  



Table O2 

Summaw of Hierarchïcd Rearession Analvsis for Variables Predictinn Marital Adiustment 

Variable - B - SEB B R~ 
Change 

Step l 

Severity of Autïsm -.210 -163 -.208 -041 

Parental Locus Control .O87 -140 .O99 ,010 

Number of Support ,391 ,650 ,098 ,009 

Step 2 

Seventy of Autism X Parental Locus of Control -.O17 -015 9.203 .O28 

Severity of Autism X Number of Support .O21 ,060 .O57 ,002 

Parental Locus of Control X Number of Support -.O89 -058 9.295 -053 

Step 3 

Autism X Locus of Control X Number of Support -.O03 -009 -. 120 -004 

Note. R ~ =  -05 for Step 1; &* Change =. 16 for Step 2 @ >.OS); g2 change = -00 for Step 3 

(p >.05). 



Table 0 3  

Summarv of Hienuchical Rep~ession Anaivsis for Vancables Predicting Familv Relationshi~ 

Variable - B S a 3  B R~ 
Chaage 

Stepl 

Severity of Autism 

Parental Locus Contra1 

Number 

Step 2 

Severity 

Severiîy 

Parental 

Step 3 

of Support 

of Autism X Parental Locus of Control 

of Autism X Number of Supports 

Locus of Control X Number of Supports 

Autism X Locus of Control X Number of Support 

Note. R'= .O9 for Step 1; -change =.O3 for Step 2 @ >.OS); -change = -01 for Step 3 

@>.OS). 



Table Q4 

Inteeration N=50) 

Variable B S&B P R~ 
Change 

Stepl 

Severity of Autisrn -.160 .OS8 -.375* -138 

Parental Locus Control -.O49 .O52 -.127 .O16 

Number of Support -.O03 ,225 -.O02 .O00 

Step 2 

Severity of Autism X Parental Locus of Control .O00 -005 -019 .O00 

Severity of Autisrn X Number of Supports -.O07 .O21 -.O46 .O02 

Parental Locus ofcontrol X Nwnber of Supports .O10 .O22 .O80 .O04 

Step 3 

Autism X Locus of Control X Number of Support -.O02 .O02 -. 175 -017 

Note. R ~ =  .l7 for Step 1; change =.O1 for Step 2 @ >.OS); R' change = .O2 for Step 3 

@ >.OS). 

* ~<.05 



Appendi R 

Mother and Father Cornparisons 



Table R1 

Cornparisons of Means and Standard Dwiations of Mothers and Fathers on the GARS 

Mothers Fathers 

S tereotyped 8.09 2-72 21 9.24 2-77 21 
Behaviour 

Communication 10.37 2.14 

Social 
Interaction 

Developmental 9.19 1-57 21 8 -76 1-67 21 

TotalAutism 93.14 8.82 22 92.23 10.83 22 
Quotient 



Table R2 

Cornparison of Means and Standard Deviations of Mothcrs and Fathers on the PLOC 

M 
Measure and s u b d e  

Parental Locus of Control 

Parental Efficacy 27.05 2.92 25.32 3.24 

Parental Responsibiiity 33.68 7.5 1 33.41 6.22 

Child Control 20.23 2.71 21-14 2.36 

FateKhance 27.41 4.76 28.05 4.55 

Parental Control 27.23 4.63 27.82 9.70 

Parental Locus of  Coatrol Totai 135.59 12.45 135.73 16.82 



Table R3 

Com~arison of Means and Standard Deviations of Mothers and Fathers on the DAS 

Mothers Fathers 
N=21 N=S1 

M m e  and subscaie - M - SD b! SB 

Dyadic Adjustment S d e  

Consensus 45-29 8.41 46-45 6-50 

Satisfaction 36.71 7.15 36.91 6.0 i 

Affectional Expression 7-57 2-84 7.55 2.42 

Co hesion 13.33 4.54 13-55 2.74 

Dyadic Adjustment 102.90 20.97 104.46 13.42 



Table R4 

Com~arison ofMeans and Standard Deviations of Mothers and Fathers on the FSS 

Mothers Fathers 
N=22 N=22 

Measure and items - M fJ2 - M - SD 

Family Support Scrle 

Own parents 
Spouse or Partner's Parents 
Relatives/Kin 
Spouse or Partner's Relatives/Kin 
Spouse or Partner 
Friends 
Spouse or Partner's Friends 
Own Cfiitdren 
ûther Parents 
Co-workers 
Parent Groups 
Social GroupdClubs 
Church 
Famil y/Child Physician 
Early Intervention Programs 
SchooYDay Care 
Professional Helpers 
Professional Agencies 

Number of Support Available 
Total Scale Score 



Table RS 

Com~arison of M m s  and Standard Deviations of Mo- and Fathers on the FES 

Measwe and subscale 

Famiiy Environment S d e  

Cohesion 

Expressiveness 

Conflict 

Independence 

Achievement Orientation 

Inteiiectuai-Cdtural Orientation 

Active-Recreatiod Orientaiion 

Moral-Religious Emp hasis 

Organktion 

Control 

Family Relationship I n d u  

Famiiy Social Integration Index 



l MAGE EVALUATION 
TEST TARGET (QA-3) 




