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What Do Parents Expect?

A Study of Likelihood and Importance Issues for
Children with Autism Spectrum Disorders

Julie K. Ivey

The purpose of this study was to investigate the expectations of parents of children
with autism with regard to importance and likelihood issues of future outcomes. Partici-
pants in the study were 25 parents in two midwestern states. Each set of parents had a
child diagnosed within the autism spectrum. Results indicated that parents perceived a
higher degree of importance than likelihood for future outcomes. Parents expressed
extreme concerns about their child’s protection and safety. In addition, there were sta-
tistically significant differences between importance and likelihood for issues of safety,
adult responsibility, and success in education, with importance rated higher than likeli-

hood.

or several decades, children with

autism have not been understood.

This has led to misdiagnoscs, cx-
perimental  treatments, and  frustrated
parents. The growing concerns for chil-
dren with autism arc numerous. Parents
are struggling with educational choices,
such as continuum of scrvices, related
services, educational scttings, and inter-
ventions. These challenges that parents
expericnce are due to the increased num-
ber of diagnoses of the disability and the
controversial - philosophics  regarding
treatment. Autism is a low-incidence dis-
ability, in that it occurs in approximately
1 to 2 individuals per 1,000.

Theoretical Framework
Parents were the ploneers in starting spe-
cial education programs in the school
systems. It is critical that family members
be seen as essential members of the edu-
cational process (Fox & Williams, 1992).
Although parents are expected to play a
supporting role in the schools’ efforts,
many times they receive little support
themselves and are expected to provide

little input. Rescarch indicates that tam-

ily systems must be acknowledged as
valuable (Gray, 1998; Simpson, 1990).
Literature on the expectations of par-
ents of children with disabilities has
found correlational evidence linking par-
ents’ expectations and involvement with
future outcomes that children with dis-
abilitics achieve. For instance, Field and
Hoffiman (1999) presented the impor-
tant link between family involvement and
a child’s sclf-determination. Turnbull
and Turnbull (1996) identified four
components of families that affect sclf-
(thus
comes): family characteristics, family in-

determination affecting  out-
teractions, family functions, and family
lifcspan issues. Similarly, Kohler (1999)
surveyed 25 families of children with per-
vasive developmental disabilities regard-
ing scrvices they received. The findings
showed that parents believed that be-
causc they were the primary contact in
their children’s lives, their opinions and
expectations should have more impor-
tance than the judgments or opinions of
school personnel. In a similar study,
Mutua (2001) discussed the importance
of parents’ beliefs about and expectations
of their children with severe disabilities.

Because today increasingly more chil-
dren are being diagnosed with autism
(Hardman, Drew, & Egan, 1999; Hucb-
ner, 2001; Lord & Risi, 2000), there are
incrcased educational concerns about
outcomes and quality of life. Parental ex-
pectations determine many aspects of a
child’s education; thercfore, it is impor-
tant to examine parent expectations for
children with autism.

Much rescarch has been conducted on
expectations and outcomes. Rescarchers
have found that expectations are often
positively related to future outcomes for
children (Field & Hoffman, 1999;
Mutua, 2001). Expectancy theory is an
approach to better understanding a per-
son’s expectations of specific outcomes,
and the values a person places on those
outcomes (Bandura, 1995). Individuals
perform because of their expectations
and act on their beliefs about the proba-
ble outcomes of performance. OQutcome
expectancies are a form of cognitive mo-
tivation.

Though outcome expectancy and cffi-
cacy expectation are related, they are sep-
arate concepts. Outcome expectancy in-
volves a person’s belief that certain
behaviors will fead to certain outcomes;
cfficacy expectations hold that one can
behave in such a manner as to produce
the outcomes (Bandura, 1977, 1992). A
person can understand the likely conse-
quences of some action but not be able
to execute the action.

Expectancy theory recognizes that an
individual’s motivation and influence on
expectancies are driven by sclf-ctficacy.
Pcople often do not pursue a particular
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service or treatment because they lack
sclt-confidence. These motives are often
related to past abilities or prior task per-
formance (Feather, 1982).

Expectancy theory is enhanced when
sclt-cfticacy is included in the formula
(Ajzen & Madden, 1986; DeVrics, Dijk-
stra, & Kuhlman, 1988; Schwarzcer,
1992). Individuals do not feel that ser-
vices or treatment options in arcas of low
pereeived self-efficacy are worth taking
into account. This is true no matter what
their beliets about a treatment philoso-
phy or service. Self-cfficacy beliefs hinder
our cexpectations and influence decision-
making. Additionally, the stronger an in-
dividual’s sclf-ctficacy in fulfilling cduca-
tional requirements, the more likely it is
that they will pursue different service and
treatment options in cducation (Betz &
Hackerr, 1981; Matsui, Tkeda, & Ohnishi,
1989). In the present study, expectancy
theory was used as a basis for examining
parental expectations regarding outcomes
tor children with autism.

Rescarch dealing with families of chil-
dren with autism is scant. Given that the
diagnosis of autism is on the rise (Flem-
ing, 1999), it is therefore necessary to
have more information about ditferent
aspects related to future outcomes of
children with autism. The rescarch ques-
tion that guided this study was, To what
extent do parents” expectations differ on
their ratings of the likelihood and impor-
tance of achieving specitic outcomes of
children with autism?

Method and Procedure

Participants

Participants for this study were drawn
from a population consisting of parents
of children with autism in two midwest-
crn states. ‘Through convenience sam-
pling, a total of 25 parents were sur-
veved. One father, 21 mothers, and 1
aunt opted o participate in this study. In
two cases the mother and father com-
pleted the survey together, The return
rate was 46%.

Responding to this study were parents
in a national parent support group, as
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well as parents whose children were en-
rolled in public school scttings. "I'he chil-
dren from these two groups of parents
had been diagnosed with developmental
disabilitics (c.g., mild to severe autism,
Asperger syndrome, Rett’s syndrome,

pervasive developmental disabilitics).

Parent Demographics. Of the 25
parent participants, 24 had enrolled their
child in public school sctrings. None had
cnrolled their child in a private school
setting; however, one parent reported
cnrolling the child in both public and pri-
vate schools. Nineteen parents reporred
that the child with autism had one or two
siblings and two parents reported that
the child has three or more siblings in the
houschold. Four of the parents had no
other children. The majority of the par-
ents were Caucasian (17); 4 parents were
African American, 3 were Hispanic, and
1 was Astan Amierican. Seventeen parents
resided in urban settings, four lived in
suburban settings, and three lived in
rural arcas.

Classroom  involvement was varied
among the parents. Thirteen of the par-
ent participants reported contact on a
daily basis, six on a weekly basis and onc
on a monthly basis. Classroom contact
once a year was indicated by two of the
parcnts, and no contact was reported by
three parents. Of the 25 children tar-
geted, ages ranged from 4 through 20
years, with the majority of parents having
children from age 6 to age 10.

Child Demographics. Diagnoses in-
dicated cight children with mild autism,
six with moderate autism, and six with se-
vere autism, for a total of 80%. Asperger
syndrome was reported in four of the
children, and Rett’s syndrome was re-
ported only in 1, making up the final 20%
of diagnoses. Of the 25 children who
were targeted, 32% had additonal diag-
nosed disabilities.

Instrument

The 20-statement instrument that was
used in this study was adapted from
Mutua (1999) with the purpose of col-
lecting data about teachers” and parents’

expectations of future outcomes for their
children with autism. An expecration in-
volves preparing for or envisioning an
outcome (Mish, 1988). The term out-
come is used to deseribe a future achicve-
ment for a child (Ruble & Dalrymple,
1996).

Parents were asked to rate how im-
portant it was to them that their child
achicve the future outcome specificd by
cach item derived from theory on autism.
The responses were scored on a 5-point
scale (1 = hbighly unimportant, 5 = very
important). Likewise, with regard to
likelihood of expectations, responscs
were scored on the same scale, a 5-point
Likert-type scale ranging from highly un-
likeely (1) to very likely (5).

Evidence of Reliability. Because the
survey used a Likert-type scale, Cron-
bach’s alpha was used to assess internal
consistency. The data were determined
to have a reliability coefhicient of 90 for
Importance of Expectations and .93 for
Likelihood of Expectations. ‘The reliabil-
ity coctticient for the data as a whole was
91 These high alpha values indicate that
the instrument and its parts measure the
same  characteristics. "This is consistent
with the reliabilities for importance and
likelihood (.90 and .93, respectively) re-
ported by Mutua (1999).

Evidence of Validity. Validity of the
data must be evaluated within the con-
text of the purpose of the study. Because
it is important in this study that the mea-
sures fit the theories for which the survey
was designed, construct validity should
be discussed. Although construct validity
cannot definitively be established, several
kinds of evidence were established for the
survey upon which the survey in this
study was based.

With respect to construct validity, this
instrument was considered to be valid for
this particular study, as it was used in the
recent past to imvestigate expectations for
children with disabilitics, including au-
tism. ‘The items included in this instru-
ment were developed from constructs that
have been shown through rescarch to re-
late to future outcomes for children with
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disabilitics (Mutua, 1999). In addition,
Mutua used exploratory factor analysis to
study the nature of the theoretical factors
on a survey that explored expectations of
parents. She found that the survey was
composcd of four factors with a high cor-
relation and content equivalency across
ratings of importance and likelihood.
Those four factors were adult roles, im-
portance of community and civil access,
importance of educational attainment,
and importance of personal fulfillment.
These constructs fit the theory for which
the survey was designed.

Data Analysis

Parents’ ratings of the likelihood and im-
portance of achiceving particular outcomes
for children with autism are the focus of
this study. In addition to statistical tests,
confidence intervals are reported. The
relationship between likelihood and im-
portance of outcome issucs for parents
was examined. A paired ¢ test was used to
determine if the differences between the

two constructs significantly differed from
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zero. The 95% confidence interval was
calculared for cach comparison. This al-
lowed the examination of the degree of
variability in the corresponding popula-
tion from which the sample was drawn.
If the interval did not include zero, the
results were considered to be significant.
The data were examined for likelihood
and importance difterences as whole
constructs and on an item-by-item level.

Results

The rescarch question explored the ex-
tent that parents’ expectations differed
on their ratings of the likelihood and im-
portance of achieving specific outcomes
for children with autism. The means and
standard deviations for all responses are
given in Table 1.

A paired £ test was used to determine
if the ditferences between the two con-
structs significantly differed from zero.
The 95% confidence interval was calcu-
lated for cach comparison. If the interval

did not include zcro, the results were
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considered 1o be statistically significant
(Huck & Cormicr, 19906). The results of
the £ test are shown in Table 2.

The data were examined for likelihood
and importance differences as whole
constructs and on an item-by-item level.
The difference between the means of the
total importance and total likelihood re-
sponses was significant at the .01 level.
That indicates that the parents differed
significantly in their assignment of im-
portance to, and expectations of achicv-
ing, particular outcomes for their chil-
dren.

There were five differences between
importance and likelihood that were sta-
tistically significant at the .01 level. For
“support nctwork of friends,” “sccure
financial future,” “safe from  physical
harm,” “highest education  possible,”
and “have own children,” the means for
importance were higher than the means
for likelihood. However, except for
“have own children,” the standard devi-
ations were higher for likelihood. This
indicates a wider range of responses for

likelihood than there were for importance.

TABLE 1
Means and Standard Deviations of Parents’ Expectations
Importance Likelihood

My child with autism will . . . M SD Min Max M SD Min Max

1. ... be happy and satisfied. 4.72 .54 3:0 5.0 4.16 {99 1.0 510
2. ... attend school. 4.96 .20 4.0 5.0 4.84 37 4.0 5.0
3. ... get married. 3.38 1.40 1.0 5.0 2.92 1:35 1.0 50
4. ...own a house. 3.56 1.26 1.0 5.0 3.16 1.25 1.0 5.0
5. ... support network of friends. 4.68 .56 3:0) 5.0 3.80 1.19 1.0 5.0
6. ... practice religion of choice. 3.92 1419 1.0 5.0 372 1.43 1.0 510
7. ... be accepted in the community. 4.56 .65 3.0 5.0 4.04 79 2.0 5.0
8. ... have a secure financial future. 4.68 .48 4.0 5.0 4.04 93 1.0 5.0
9. ... be safe from physical harm. 4.92 .28 4.0 5.0 3.84 .90 2.0 50
10. ... attain highest education possible. 4.68 #5 2.0 5.0 3192 95 2.0 5:0
11. ... help with household chores. 4.44 77 2.0 5.0 4.28 .84 1.0 5.0
12. ... be socially responsible/law abiding. 4.64 49 4.0 5.0 4.16 .90 1.0 5:0
13. ... take care of parent in old age. 1.58 .78 1.0 4.0 1.96 1.12 1.0 5.0
14. ... participate in citizenship activities. 3.44 1.12 1.0 5.0 3.04 1.10 1.0 5.0
15. ... live independently. 4.40 .65 3.0 5.0 336 1.19 1.0 5.0
16. ... have time to play/watch games. 4.40 Al 3.0 5.0 4.28 74 3.0 5.0
17. ... hold a job/vocation. 4.64 .57 3.0 5.0 3.92 1.00 1.0 5.0
18. ... have own children. 2.96 1.59 1.0 5.0 2.76 1.48 1.0 5.0
19. ... use community services. 4.24 A2 3.0 5.0 392 .86 2.0 5.0
20. ... be successful in school. 4.60 71 3.0 5.0 3.88 1.20 1.0 5.0

Total 83.17 9.36 73:83 14.12
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TABLE 2
Results of Paired-Sample t Test for Importance and Likelihood Responses of Parents
95% confidence interval
Std. error of of the difference
Mean mean
Pair difference difference Lower Upper t df Sig. (2-tailed)
11 & L1 .56 .22 il 1.01 2.59 24 .016*
12 & L2 12 6.63 -.02 .26 1.81 24 .083
I3 & L3 46 .27 -.10 1.02 1:70 23 102
14 & L4 .40 .26 -13 93 1.55 24 134
15 & L5 .88 .26 .34 1.42 3:38 24 :002**
16 & L6 .20 23 -.28 .68 .87 24 :395
17 & L7 52 .20 sl .94 2:59, 24 .016*
18 & L8 .64 2] 21 1.07 3.09 24 005**
19 & L9 1.08 19 .69 1.47 5.66 24 .000**
110 & L10 76 24 33 119 3.61 24 007 **
111 & L11 A6 19 -.23 :55 .85 24 405
112 & L12 48 A7 .12 .84 2.75 24 011%
113 & L13 -.38 22 -.84 .09 -1.68 23 .107
114 & L14 .40 .26 -33 93 1.55 24 134
115 & L15 1.04 .28 46 1.62 3.72 24 .001**
116 & L16 12 45 -.18 42 .83 24 417
117 & L17 2 22 27 istor 3.27 24 {003¥*
118 & L18 .20 .24 -.29 .69 .84 24 409
119 & L19 32 22 -.14 .78 1.45 24 161
120 & L20 72 .24 22 1.22 2.98 24 1007**
| total & L total 9.33 2.83 3.49 15.18 3.30 23 .003**

Note. | denotes statements concerned with importance, and L denotes statements concerned with likelihood.

*p < .05. **p < .01.

Difterences in the responses for im-
portance and likelihood for the state-

RPN

ments “happy and satisfied,” “accepted
in the community,” and “time to play
and watch games,” were significant at the
.05 level. Forall three of these statements
the means for the importance responscs
were higher than the means for the like-
lihood responses. However, the standard
deviations for likelihood were  greater
than the standard deviations for impor-
tance for these statements.

Discussion

The mean of the total responses for
importance was 83.17, compared with
73.83 tor likclihood. Parents might value
a particular outcome but still believe that
their child would struggle with attaining
it. The total standard deviation for im-
portance was 9.36, compared with 14.12
for likelihood. This may be a result of the
broad spectrum of skill levels of the chil-

dren within this study. In addition, the
broad array of diagnoses might have con-
tributed to the likelihood responses.

For both importance and likelihood,
the lowest means were for “take care of
parent in old age”—1.58 and 1.96, re-
spectively. A possible explanation for this
is that most of the parents (63%) who re-
sponded in this study had children aged
6 to 10 years, and parents of younger
children might not believe that a child
this young could actually care for them
when they are old; therefore, it is not im-
portant. In addition, most of the children
had siblings (84%), so perhaps the par-
ents believed that those siblings would
assume the responsibility of caring for
them in their old age. Alternatively, pro-
fessionals have reiterated and  stressed
that the child with autism will need to be
cared for possibly throughout adult-
hood, and parents might not feel that
role reversal is possible.

For the importance category, the
mean was the highest (4.96) for “attend

school.” "The parents valued education
and realized it was important for their
child to learn the skills necessary for suc-
cess in the community. The services and
programs available in schools were
deemed important by these parents.
Morcover, there is a direct connection
between parents’ expectations and  the
services they seck for their children
(Carnic & Orclove, 1998; Mutua &
Dimitrov, in press). In addition, the like-
lihood mean (4.84) was also highest for
“attend school.” All of the children in
this study were enrolled in a school sct-
ting and scemed likely to remain in
school. Tt is interesting to note that the
highest and lowest means pertained to
the same statements for both importance
and likelihood.

There was a statistically significant dif-
ference for the total importance and total
likclihood responses for parents, #23) =
3.30, p = .003. Parents believed that the
importance of the outcomes was greater
than the likelihood of those outcomes.
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According to these results, parents of
children with autism may have difficulty
maintaining their optimism about a vari-
cty of outcomes for their children.
There were seven statements for which
the differences between importance re-
sponses and likelihood responses were
statistically signiticant at the .01 level:
“support network of friends,” “secure fi-
nancial future,” “safe from physical
harm,” “highest education possible,”
“live independently,” “hold a job/
vocation,” and “be successful in school.”
The three statements that were statisti-
cally significant at the .05 level were
“happy and satisficd,

2

” o,

accepted in the
community,” and “socially responsible/
law abiding.”

While no significant difference  was
found between importance and likeli-
hood of their children attending school,
there was a statistical significant ditfer-
ence with regard to receiving the highest
cducation possible, as well as to beng
successful in the school. Apparently, the
parents of these children with autism be-
lieved that achievement and long-term
attendance was questionable. Tt is possi-
ble that many of the parents were not fa-
miliar with the curriculum or did not un-
derstand the types of interventions
carricd out in the school systems. Physi-
cally being in school appears to be the
highest expectation for the parents.

With regard to the importance of their
children’s being safe from physical harm,
parents’ responses were extremely high.
However, they rated the likelihood of
this happening significantly lower. This
surprising result could be an indication of
the doubts the parents had about their
children’s ability to protect themselves.

Several of the significant statements
dealt with adult responsibilities.  Al-
though parents deemed it important that
their children be accepted in the com-
munity, be financially secure, be socially
responsible, live independently, and hold
jobs, they did not believe it was likely that
this would actually occur. Some reasons
for this might be the unique and some-
times disruptive behaviors children with
autism may exhibit; in addition, such be-
haviors and the lack ol particular skills

can interfere with jobs, carning a living,
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and being an active member in the com-
munity (Green, 1996).

There was a discrepancy between im-
portance and likelihood for the issues of
being happy and satistied as well as hav-
ing a supportive network of friends. This
indicates that parents desired their chil-
dren to have personal fulfillment in their
lives but did not necessarily expect that
they would experience it. The lack of so-
cial skills and communication could be at
least in part a cause.

Implications

Traditionally, “good outcome” has been
defined as having a normal social life and
achieving independence (Gillberg & Stef-
fenburg, 1987; McEachin, Smith, & Lo-
vaas, 1993). If held to these criteria,
many children with autism would be
considered to have poor outcomes in
their lives. Lord and Venter (1992) ar-
gued that another important aspect of
outcome is happiness. Furthermore,
Rosen, Simon, and McKinsey (1995)
recommended that quality of life be the
guiding framework for programs and ser-
vices. Ruble and Dalrymple (1996) sug-
gested that a good outcome be expressed
in terms of the interaction between a per-
son and his or her environment.

Parents. The results of this study
send a strong message about the doubts
parents have about the safety of their
children with autism. In a scries of focus
groups, parents of children with disabili-
tics expressed extreme concerns about
their children’s protection and safety (Da-
vern, 1999). If parents do not feel that
their children will be safe, their decisions
will be based on that (e.g., keeping the
child away from community activitics).
In addition, parents may be overprotec-
tive, thereby limiting independent-type
skill development for these children
(Powers, 2000). One cannot overlook the
influcnce parents have with on their chil-
dren, particularly those with special needs.
A child’s development is critically influ-
enced by judgments that parents make.
Parental expectations not only predict
children’s self-perceptions but also have

been shown to predict actual achieve-
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ment (Eccles, 1983; Entwisle & Baker,
1983; Phillips, 1987; Reynolds & Gill,
1994).

Educators. It is important that both
educators and parents fully understand
the nature of autism as well as understand
the necessity for collaboration. Signifi-
cant discrepancics between parents’ and
cducators’ expectations could be detri-
mental to the child. Any incompatible
idcas must be comprechended by cach
group (Stone & Rosenbaum, 1988). If
parents and teachers do not agree on the
likelihood of future outcomes, chances
are they will not have the same long-term
goals for the child. For example, a parent
might want instruction in the area of
daily living skills, whercas the teacher
feels that his or her time is better spent
working on skills dealing with commu-
nity involvement. In addition, if parents
and teachers have different values about
outcomes, conflicts or poor communica-
tion between the two may arise.

Clinicians. Professionals in clinical
settings need be aware of parents’ strong
feelings regarding future outcomes, and
address their concerns, when communi-
cating with the families. Developing the
agenda in working with children with
autism should be a collaborative ctfort
between all parties involved. In addition,
one must be ready and able to assist fam-
ilies in developing tools for communica-
tion with educators and those who will
dircetly influence and facilitate the ex-
pected future outcomes.

Future Research

A comparison of the responses of moth-
ers and fathers with regard to future out-
comes for their children would be en-
lightening. This would reveal whether
expectations differ between mothers and
fathers and if so, how much and in what
arcas. In addition, a rescarcher could
conduct an analysis to investigate differ-
ences in mild, moderate, and severe
autism expectations. This would allow
one to sce what discrepancies exist, ifany,
on cxpectation outcomes for these dit-

ferent groups.
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Another possible suggestion is to in-
terview parents to investigate why they
answered the way they did on this survey.
Such qualitative information may help to
determine factors of expectations. In ad-
dition, it might clarify any bias that oc-
cured when participants tried to separate
importance from likelihood.

Because autism is a low-incidence dis-
ability, sample size was considered ap-
propriate. However, more information
could be obtained with a larger sample,
however difficult that might be. Increas-
ing sample size could result in finding
statistically significant  differences be-
tween importance and likelihood out-
COMCS,

Summary

Rescarch indicates that when the influ-
ential people in a child’s life do not be-
lieve that he or she has potential to
achieve an outcome, it is unlikely that the
outcome will be realized. For example, if
a parent and teacher pereeive that a child
has social difficultics, those perceptions
may increase the undesirable behavior
and the child may see himself or herself
in that light (Donohuc, Weinstein,
Cowan, & Cowan, 2000).

Once cannot ignore  quality-of-life
issucs when conducting this study. Chil-
dren with autism often have communica-
tion, interaction, and behavior difficul-
ties. With these challenges, they may not
be able to voice their thoughts and fecl-
ings to others. It is critical that parents
allow children with autism to make their
own choices and express their desires and
interests.
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