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Abstract

This paper examined the impact of families living with young children (n =
15) with High Functioning Autism (HFA) and Asperger Syndrome (AS). A mixed-
methodology design investigated parent perspectives and emerging themes
encompassing the diagnostic process, the impact of child characteristics,
accessing services, and parental concerns for the future. Results indicated that
families experienced both positive and negative impact of having a child with
HFA/AS; externalizing behaviours correlated negatively with positive family
impact, r(13) = .69, p<.01. Findings have implications for medical professionals,
families, and community partners in reference to providing effective resources
for families experiencing HFA/AS.
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Introduction

Increased attention in media and research has contributed to
a broader understanding of High Functioning Autism (HFA) and
Asperger Syndrome (AS). Although much attention is given to
autism spectrum disorders as a whole, it is important to understand
characteristics of those individuals functioning at the more cognitively
able end of the spectrum. While debate continues over diagnostic
and definitional issues [1-3] the distinctive needs of individuals
falling in Level 1 “requiring support” within the Diagnostic Statistical
Manual-V [4], as most individuals previously diagnosed with HFA/
AS would, is of continued importance. This is especially critical as
unique patterns of behavior related to social competency, co-morbid
disorders, and other long-term outcomes specific to HFA/AS may
have distinct impacts on families and the educational experience.

The purpose of this paper is to explore the impact of children
with HFA/AS on their families, from both concurrent and future
perspectives. In so doing, several considerations have been posed. One
is that child characteristics may have differential impact on families,
particularly the co-morbidity of mental health disorders. While social
impairments may be somewhat less obvious in the family context, the
consequences of social deficits in the school context, which can result
in individuals with HFA/AS being bullied and, ultimately, having
clinical levels of depressions may also increase stress on parents [5].
Finally, simply navigating the public school system and other service
delivery programs may result in increased stress on parents as well.

Role of co-morbid disorders in family impact

Individuals with AS and HFA are at heightened risk for poor
mental health outcomes [6], such as anxiety, depression, and mood
disorders [7]. With AS and HFA being foremost social disorders the
associated challenges, such as peer rejection, correlate highly with
levels of depression [8]. On the other hand, predictors of depression
for higher functioning children seem to include knowledge of one’s
social competence and membership in a social group [9,10]. In

addition, parent-ratings of child awareness of disability were related
to higher levels of depressive symptomatology [11]. These findings
indicated that individuals who recognized their social deficits
experienced poorer mental health out come as compared to those
with lower levels of awareness.

When the relationship between Intellectual Quotient (IQ) and
depression were further examined, participants with higher full-
scale IQs tended to have lower rates of depression [12,13] possibly
indicating that intellectual competency in individuals with HFA/AS
protects against depressive symptomatology. An examination of long-
term depressive characteristics by Barnhill and Myles [14] reflected
a stable pattern of depression into adolescence where up to 80% of
participants with AS in their study used prescription anti-depression
medication. Similarly to the general population, a family history of
depression is typical for children with ASD who have depression. This
is a notable finding as family resources may be further taxed when
parents are concurrently facing personal mental health challenges
and child depression.

Long-term impact on families and individuals with HFA/
AS

Although the characteristics of HFA and AS continue to be
manifested across the lifespan, the course of development differs
between individuals [15-17]. A plethora of research seems to indicate
that symptoms of ASD show improvement into adulthood [18-21],
with adults displaying less restricted and repetitive behaviors and
interests than adolescents with ASD [22]. Furthermore, IQ scores
greater than 70 in childhood are a predictive characteristic of better
outcome in adulthood [23].

As mentioned above, social relationships continue to be
problematic into adolescence and adulthood and impact successful
employment [22,24]. Orsmond, Krauss, and Seltzer found that
almost half of their 234 adolescent and adult participants with ASD
had no relationships with peers outside of structured social activities
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like school or work [25]. Participation in social and recreational
activities included internal and environmental predictors. Internal
predictors were more independent skills, higher social behaviors, and
less internalizing behaviors, while environmental predictors included
maternal involvement in social activities, receipt of more services,
and participation in inclusive settings.

Although autism related characteristics have been shown to
decrease over time, the challenges that continue into adulthood
may cause concern or worry for families of children with HFA/AS.
Despite average to above average IQs, these population experiences
poor vocational outcomes [26] and limited relationships with others
in adulthood. As their strongest advocates, families of children with
HFA/AS may find themselves under stress throughout the lifespan,
as they cope with finding appropriate diagnostic and educational
services.

Family stress

Research specifically investigating stress levels in families has
differentiated findings between families of a child with HFA/AS as
compared to families with typically developing children. When
examining social deficits and acceptance in parents of a child
with HFA/AS [27] found that parents of children with autism had
significantly higher levels of concern about their child’s achievement,
self-esteem, stress-coping, learning difficulties, and incidences of
bullying than did parents within an unaffected control group. In
addition, mental health, social acceptance, and socialization have
also been identified as areas of concern [28,29]. In an internet survey
conducted by Little and Clark, the primary parental concern for
children with autism ages 3 to 21 was the social “survival” of their
child. Parents expressed concerns that their child would never make
friends, not adapt to various social situations, suffer from depression,
and would fall prey to victimization. For instance, the consequences
of social impairments that children with HFA/AS exhibit may have
consequences for a child’s mental health that ultimately increase stress
on parents. Van Roekel et al. found that a lack of social competence
in the school context resulted in increased instances of bullying when
compared to typical peers [5]. These negative social experiences have
wide ranging consequences for the child, including poor self image
and clinical levels of depression or anxiety, compounding parent
responsibility to provide appropriate support.

Another stressful component of parenting children with HFA/AS
is the diagnostic and planning process. Parent reports indicated that
time-to-diagnosis, lack of full parental participation in educational
planning, and the failure of using intervention data to inform
educational plans were especially taxing [30]. The impact not only has
an effect on parents, but also siblings and interpersonal relationships
between family members [31]. In one study, investigated variables
that impacted stress level and relationships for 20 couples with
children with ASD and 20 couples with neuro-typical children [32].
Significant differences emerged between the two groups indicating
that couples who had children with ASD experienced more intensive
and frequent child behavior problems, higher stress, less relationship
satisfaction, and less overall social support. While providing some
insight, this study focused on the entire spectrum of ASD, causing
one to wonder if similar outcomes would be found if the study
differentiated to HFA/AS.

Another important study by Kelly, Garnett, Attwood, and
Peterson used structural equation modeling to investigate family
conflict and cohesion [33]. The findings indicated that higher levels of
family conflict predicted anxiety/depression in children with ASD and
that anxiety and depression predicted more ASD symptomatology.
Consequently, behavioral characteristics of ASD seem to have a
circular impact on family stress, mental health, and the expression
of autism.

Mothersappear especially vulnerable to experiencing stress related
to their child with ASD [34-39]. While fathers reported significantly
less stress than mothers in relation to parenting [40], stress profiles
in mothers of adolescents and adults with ASD indicated three times
more stressful events per day and twice as many stressful days overall
when compared to mothers of typically developing children [41].
Specific variables contributing to stress were fatigue, work intrusions,
care of child, chores, and fewer leisure opportunities. In addition,
parents of children with ASD have significantly higher divorce rates
than families of children without disabilities [42]. As many of these
studies focus on families of individuals with ASD as a whole focusing
on the family impact of having a child on the higher end of the
spectrum needs to be further explored.

Role of supports

Supportive social networks provide beneficial reductions in stress
for parents of children with ASD [43,44]. Ironically, the families in
most need of social networks received the least support. For example,
frequency of support from family members and relatives tended to
be lower for families with a child with HFA than for families who
had typically developing children [45]. When investigating family
environment and social support outcomes for families of children
with Asperger syndrome, learning disability, or typical development,
parents of children with AS rated themselves as demonstrating
expressive feelings less often, but rated their family organization
higher than the other two groups [46]. Their perceptions of number of
friendships and social supports were also rated as significantly lower
than the groups with learning disability and typically developing
children. When family styles were taken into account, parents of
children with autism who described their families as enmeshed
reported more positive coping strategies than disengaged, separated,
or even connected families [47]. Overly involved and protective
family patterns may be beneficial for families of children with autism.

Formal supports such as respite care, parent training, treatment,
and support groups can contribute to positive impact on the family
system. A meta-analysis by Chan and Siagoos on the impact of respite
care for children with developmental delay concluded that, when
respite care was utilized, there was a reduction in parental stress and an
increase in coping abilities [48]. Considering that parents of children
with ASD are less likely to engage in recreation and leisure activities,
they may be less likely to access respite or babysitting supports, with
some potential jeopardy to coping and mental health [49].

Purpose of study

With the research suggesting co-morbid disorders, behaviors
related to social competency, a lack of supports for families, and
other long term outcomes associated with HFA/AS have and impact
on overall family functioning and stress, the current study examined
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family perspectives of children with high-functioning autism and
Asperger’s syndrome in order to explore these themes in more detail.
Child impact on the family and struggles families faced obtaining a
diagnosis and access to services were explored. Furthermore, parent
perspectives were ascertained on the future of their child. Four related
questions were addressed utilizing a mixed method approach in order
to develop a more complex view [50] of the impact of raising a child
with HFA/AS.

1. How do families of children with High Functioning
Autism and Asperger’s Syndrome (HFA/AS) view the
process of diagnosis and obtaining services?

2. What is the impact, both positive and negative, of having
a child with HFA/AS?
3. What advice do parents have for other families with a child

recently diagnosed with HFA/AS and the professionals
that work with them?

4, What future concerns do families of a child with HFA/
AS express?

Method

Participants

Data for this study were collected from 15 families who had
children diagnosed with High Functioning Autism (HFA) or Asperger
Syndrome (AS) living in Southern California. Families comprised
a sample of convenience, recruited through autism agencies and an
ongoing research project that had access to parents of children with
HFA/AS. Professionals at each agency, and the researchers, identified
several children who met the inclusion criteria, and their parents were
given or mailed information about the project. From this mailing, 13
families chose to participate by contacting the principal investigator.
In addition, two families were recruited through parent referral
bringing the total to 15 participants.

Children were of preschool or early elementary school age, with a
mean of 8 years (range: 4 to 10 years). All had an existing diagnosis of
high functioning autism or Asperger syndrome, obtained by licensed
psychologists who worked for the participating agencies, prior to
participation in this study. It was a generally Caucasian, male sample
(83%). About half of the children (55%) attended school in general
educational settings with typical peers.

Parents were relatively young, well educated, and most were
partnered (87%). The mean age for mothers was 40 years (range: 22
to 53 years); 50% of whom were employed, and 44% had at least a
bachelor’s degree. The mean age of the fathers was 46 years (range:
30 to 69 years); 93% of whom were employed, and 47% had at least
a bachelor’s degree. Although there was variability in family income,
87% of families earned over $50,000 per year. All child and family
characteristics can be found in Table 1.

Assessments

Parents participated in home interviews that lasted approximately
two hours. These visits were conducted by research assistants who
received training on administration of instruments, safety, and
etiquette. While in the home, interviewers read the questions for
all parents, collected measures, and recorded responses by hand.

In addition, the researcher-developed protocol was audio taped for
accuracy and coding purposes.

Measures

Questionnaires and the interview protocol utilized in the
study yielded both quantitative and qualitative data. As mentioned
previously, a mixed method approach was utilized in order to more
accurately answer the posed research questions and gain a deeper
understanding of the impact of raising a child with HFA/AS which
could not necessarily have been achieved through the use of only
paper and pencil measures.

Family Information Form (FIF): A brief questionnaire was
administered to parents to collect demographic information such as
child’s gender and ethnicity, parent marital status, mother and father’s
age, education, job description, income category, and employment
status [51].

Family Impact Questionnaire (FIQ): The Family Impact
Questionnaire is a 50-item Likert-type questionnaire assessing
the perceived impact that a child has on the family relative to the
impact that other children have on their families. The FIQ yields
six scale scores that measure Negative Impact on Parenting, Social
Relationships, Finances, Marriage, Siblings, and Positive Impact on
Parenting. A sample item pertaining to negative impact is: (compared
with children the same age as my child) ‘My child’s behavior
embarrasses me in public more.” Response options are 0 (Not at
all), 1 (Somewhat), 2 (Much), and 3 (Very much). A sample item
pertaining to positive impact is: (compared with children the same
Table 1: Characteristics of the Sample.

Variable Percentage
Child (n = 15):
Age (mean) 8
% Male 83.3
% Caucasian 83.3
% Hispanic 11.1
CBCL Scores
% with clinical externalizing 33.3 behaviors 33.3
% with clinical internalizing 46.6 behaviors 46.6
Mother
Age (mean) 40.1
% Employed 50.0
% with B.A. or > 44.4
Father
Age (mean) 45.7
% Employed 93.3
% with B.A. or > 46.7
Other: Income
$0-15,000 6.7
$35,001-50,000 6.7
$50,001-95,000 20.0
$>95,000 66.7
% Married 86.7
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age as my child) ‘My child makes me feel more confident as a parent.’
The positive impact subscale utilizes the same response options as the
Negative Impact subscale. In the present study, we utilized all six FIQ
subscale scores. Scale reliabilities range from r =.83 to .92 [52].

Child Behavior Checklist for ages 4-18 parent (CBCL): The
CBCL is a 118-item measure given for students aged between 4-18
years. Parents completed the CBCL in order to determine their rating
of child behavior problems. Behaviors or problems are listed and
participants rate each item on a 3-point Likert-type scale: not true
(0), somewhat or sometimes true (1), or very true or often true (2).
A T-score with a mean of 50 and standard deviation of 10 is derived
for total behavior problems, with a higher score being indicative of
more behavior problems. Reliability for behavior problems is .84
and for social competencies .97. According to the CBCL manual,
the criterion-related validity is widely supported through multiple
regressions, relative risk odd ratios, and discriminant analyses.
The CBCL is highly correlated with other instruments such as the
Conner’s Rating Scales and Behavior Assessment System for Children
(BASC). The Internalizing and Externalizing T-scores were used in
the current study [53].

Researcher developed interview protocol: The guided interview
protocol consisted of 32 closed or open-ended questions, specifically
designed for this study, examining family and child issues related to
raising a child with HFA/AS. Domains discussed included diagnosis
(e.g. initial concerns and diagnostic process), impact on family (e.g.
effects on daily routines, siblings, and parents), obtaining services
(e.g. types of services/interventions received and stress and cost of
obtaining current and previous services), and future perspectives
(e.g. future educational, employment, and living situation). Closed
ended questions consisted of dichotomous (yes/no) and Likert scale
items (1-5). Sample dichotomous items included: Was the diagnosis
you received agreed upon? Are you or a member of your family a
member of, or involved in, any parent/professional organizations for
families of children with autism? Are there any particular routines
or aspects of family life that are affected by your child’s AS/HFA?
Did your child receive any services prior to diagnosis? The Likert
scale items were rated on a 5-point scale (5=completely satisfied,
1=completely dissatisfied) and included questions such as: How
satisfied were you with the diagnostic process? And how satisfied are
you with your child’s current school program? Open ended questions
asked specifically about each domain and included: What was the
first concern you had about your child? How has having a child
with HFA/AS affected your life? Please describe your child’s current
educational program. What do you think about most as you consider
your child’s future? For the interview, both mothers and fathers were
respondents. Participation in the interview was as follows: 33.3%
of mothers responded alone, 5.6% of fathers responded alone, and
61.1% of the participants responded together.

The two staff members present during the parent interview
was responsible for coding the researcher developed interviewer
protocol. This process included reading responses to obtain a sense
of the content, extracting relevant statements within each open-
ended question response, and creating shared themes from extracted
statements (e.g. first concerns; language development, developmental
delay, social development, restrictive play, etc.) within each section

of the protocol (diagnosis, impact on family, obtaining services, and
future perspectives). Quotes were then taken from each identified
theme area to be included in the current paper. Inter rater reliability
for developing shared themes with each section was 91%. All
procedures were approved by the Institutional Review Board of the
university.

Results

Based on the overarching themes framed in the researcher
developed protocol, results are discussed in terms of diagnosis (e.g.
initial concerns and diagnostic process), impact on family (e.g. effects
on daily routines, siblings, and parents), obtaining services (e.g. types
of services/interventions received and stress and cost of obtaining
current and previous services), and future perspectives (e.g. future
educational, employment, and living situation).

Diagnosis

Themes surrounding the topic of diagnosis included initial
parental concerns, professional assistance, and concerns upon
receiving a diagnosis. Child characteristics that were initially
concerning to parents leading them to seek a professional diagnosis
included social skill deficits, language delays, repetitive behaviors,
and behavior problems. All children in this sample were diagnosed
between the ages of two and four with a mean age of 3.9 years. Forty-
four percent of parents reported social skill deficits in their children
including inappropriate to play, isolated play, and inability to interact
with other children. Language delays were reported by 81% of parents
and included echolalia and overall language delays. Obvious repetitive
behaviors such as hand flapping, lining up toys/items, and rocking
were reported by 20% of families. Surprisingly, only 27% of families
noted their child’s behavior problems as the catalyst for seeking an
initial diagnosis.

During the diagnostic process, 60% of families were told by a
pediatrician that their child had a speech delay and 19% were told
that there was nothing to worry about because boys developed more
slowly. Only 13% were told initially that their child might have
autism. One caregiver commented, “Most pediatricians don’t know
anything about autism. I was told he had a speech delay and his social
skills would catch up with his speech.” Another said, “We weren’t
paying attention and we kick ourselves for that. We should have seen
it but the doctors said nothing.”

When seeking a diagnosis, parents had varying experiences.
When asked to rate their satisfaction with the diagnostic process on
a five point scale, ranging from completely dissatisfied to completely
satisfied, 60% of families were dissatisfied with the process. In each of
these cases, parents reported that the process of getting a diagnosis
took too long and valuable time was lost when their child could have
been receiving intervention. Conversely, 34% of parents were satisfied
with the process and 6% were indifferent.

Obtaining services

Parents reported information about obtaining services, including
their overall satisfaction, amount of stress experienced, current level
of services being provided, and type of agencies providing services.
Overall, 94% of parents reported that the process of obtaining
services was a bit or extremely stressful. One parent stated, “The
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services you want no one will provide, but the ones that don’t work
they try to cram down your throat.” Another parent said, “The most
stressful aspect is the hostility of people actively trying to keep you
from getting services.” Many parents believed (33%) they did not
have enough knowledge of the services available to their child, which
caused them additional stress.

Although the majority of parents found the process of obtaining
services stressful, 66.7% were satisfied or completely satisfied with the
current educational programming their child was receiving. Services
students were receiving included speech (73.3%), applied behavior
analysis (33.3%), occupational therapy (26.7%), adapted physical
education (26.7%), one-to-one classroom support (26.7%), social
skills training (13.3%), mental health services (13.3%), and physical
therapy (6.7%). With the exception of applied behavior analysis
services, which were provided 50% by the school district and 50% by
outside agencies, all other services were provided by the public school
systems attended by the children.

Recommendations on
services

diagnostic and professional

During the interview, parents were asked to reflect on the
diagnostic process and on obtaining services, in order to determine
what would have been most helpful to them during that time. Sixty
percent of parents stated that they wish they had received a diagnosis
earlier. An instruction guide for parents to assist in the diagnostic
process, obtaining services, and understanding autism was also
mentioned by 27% of the parents as an area of need. Parents also
opined about overall support (13%). One parent stated, “I wish
someone would have helped me. We need well organized and
appropriate information for parents.” In addition, parents needed
help with educational placement for their children (26%) and
funding for services (7%). All parents were able to obtain information
about autism on the Internet, including those without a computer
in their home, but found that navigating the system and sorting out
the overwhelming amount of information on autism and Asperger
syndrome was difficult.

Much of the information parents provided, in terms of what would
have been most helpful to them during the early stages of diagnosis
and service delivery, was also reflected in the information regarding
the role of professionals. Parents were asked what professionals could
do now to help them and other families like them. Parents expressed
that training more professionals about autism (33.3%) and improving
the process of obtaining services were most important (33.3%). They
also mentioned providing more information to parents as a necessity
(26.7%), rather than as a response to parents’ multiple requests. In
addition, increasing public knowledge and awareness (20%) as well as
providing earlier and more effective treatment (20%) was important
to these families of children with HFA/AS.

Family impact

Throughout the interview process parents reported positive and
negative impact of their child on themselves and on their families.
In terms of their lives in general, 93.3% of parents reported concerns
about their children with behavior challenges and about changes these
brought to the daily family routine. Upon examining the CBCL, 33%
of the children rated were within the clinical range for externalizing
behaviors and 46% where in the clinical range for internalizing

behaviors (information can also be seen in Table 1). One parent
reported, “You have to be ‘on’ all the time. It’s hard to relax.” Other
specific effects on the family routine included working around the
child’s schedule (53.3%), constant work involving the child (53.3%),
no time for themselves (53.3%), fewer social activities (40%), having
special diets and medication (33.3%), and a lack of friends and a
social life (20%). In addition, parents also reported an overall negative
impact on their marriage (20%). One parent stated, “Caring for a
child with HFA/AS is physically demanding, mentally demanding,
and time consuming.” There were also reports of sibling negative
impact including other siblings receiving less attention (26.7%), the
target child’s behavior interfering with family activities (13.3%), and
the time commitment involved in the child’s therapy (13.3%).

Although these families reported some negative impact, positive
impact was noted as well. Eighty-seven percent of families reported
that they now appreciated thelittle things in life and 55.6% appreciated
their child’s accomplishments and progress. Although most parents
reported some positive family and life impacts, 13.3% of families were
unable to think of anything positive to say.

The information gathered during the interview was supported by
the correlations found between the CBCL and FIQ. The relationship
between problem behaviors and family impact was examined by
correlating broadband CBCL scores with FIQ subscale scores. As
seen in Table 2, internalizing scores were not found to relate to any of
the six FIQ subscale scores. Externalizing scores, however, positively
related to social life, negative feelings about parenting, and marital
impact.

Future perspectives

Parents of children with autism have previously reported concerns
that might affect the future of their child, such as achievement, self-
esteem, coping, learning difficulty, and fears of bullying [27]. Parents’
in this current study offered comments that mirrored some of these
same concerns as well as others. Worries about the child’s future
social development (46.7%) were salient for this sample of parents,
with one parent stating, “If your kid is typical you want him to
stand out, but if he is not you want him to blend in.” Parents were
also concerned about their child becoming independent (40%) and
equally concerned about overall safety and future service provisions
(26.7%). Other concerns about the days ahead included future
educational placement and service options (13.3%), as well as job
skills and employment (6.7%).

Discussion

The primary aim of this study was to investigate family experiences
Table 2: Parent CBCL Scores Correlated with FIQ Subscales.

Child Behavior Checklist
FIQ Subscales
Externalizing Internalizing

Social .69** .34
Negative Feelings .66** .39
Positive Feelings -.01 31
Marriage .61* =17
Finances -.39 -.25
Siblings -.45 .40

**p<.01
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pertaining to a specific population of children with ASD: children
with HFA and AS. The diagnostic process, obtaining services, family
impact, and parents’ future concerns for their children were examined
through parent interviews and parent-completed measures. The
findings of this study contributed to the literature by ascertaining
the unique experience of families raising children with HFA/AS
in early elementary school with HFA and AS. The investigation
utilized qualitative and quantitative reports that allowed a breadth of
investigation.

Diagnostic process

Pursuing a diagnosis for their child is often parents’ inaugural
interaction with the field of autism. Due to the fact that ASD is not
simply confirmed through a blood test, but rather observations
and ratings of atypical behaviors, parents may encounter increased
stress and anxiety in trying to secure a correct diagnosis and related
interventions. In fact, the majority of participants in this investigation
indicated that their children received an incorrect diagnosis from a
pediatrician and only 13% of children with HFA/AS in this study
received a correct initial diagnosis. Misdiagnoses were predominately
labeled aslanguage delayed. Unfortunately, despite clinicians’ growing
knowledge on the diagnosis and treatment of ASD, current research
highlighted problems in obtaining a diagnosis may be related to a
child’s initial relationship with his or her pediatrician, who is usually
the first professional that parents approach with their concerns. One
recent study described pediatricians’ self-reported lack of education
on ASD and their low interest in pursuing further knowledge about
ASD [54]. An additional complicating factor in diagnosis was the lack
of early ASD screenings despite the American Academy of Pediatrics
policy statement recommending that physicians screen for ASD twice
before a child’s second birthday. When parents in this study noted
their concerns to the pediatrician, parent reports indicated that their
pediatricians employed the “wait and see” model. For example, one
parent reported her doctor as telling her, “Don’t worry about it!”
Parents also described a “feeling of panic” that valuable time was lost
in making gains with evidence-based interventions while diagnostic
problems were sorted out. Based on their experiences, about one-
fourth of the parent participants commented that trainings for
medical professionals were necessary to improve diagnostic accuracy
and appropriate recommendations for intervention. These findings
seem striking in light of early screening mandates and the increased
rates of ASD.

Obtaining services

When the process of obtaining services was investigated, families
indicated they felt a great amount of stress making important
intervention decisions based on receiving very little information.
In regard to treatment decisions, scientific research in the field of
autism has provided extensive reviews in identifying best practices
for educating children with autism [55,56]. For instance, Applied
Behavior Analysis (ABA) has emerged as an evidence-based practice
[57,58] aimed to improve socially significant behavior such as
communication and social skills. Despite what is known about ABA
as a successful intervention for autism, almost two-thirds of the
sample was not receiving ABA services. Furthermore, only 13% of
participants indicated that their children received specific supports
to increase their child’s social skills even though social interaction
is described as a core central deficit with implications for successful

long-term functioning [59]. Corroborating reports from other
investigations indicated that 74% to 92% of children with ASD were
not enrolled in empirically validated programs [60,61]. According to
the current study, parents’ self-described lack of education regarding
autism interventions may have hindered their ability to advocate
for evidence-based treatment decisions. Educating parents on how
to evaluate the efficacy of their child’s intervention may increase
involvement in evidence-based interventions targeting specific areas
of deficit [62,63].

Although parents reported initial frustrations over obtaining
services, with one parent comparing it to “a hard battle”, the majority
of participants expressed satisfaction with current supports their
children were receiving. Inlight of the low rate of social skills and ABA
services being administered, this finding may again reflect the need
for parent training and education on evidence-based intervention
services. Indeed, over one-fourth of participants indicated their need
for more education with comments such as “I wish someone would
have helped me...we need well organized appropriate information
for parents.” Too, often public school districts do not see the offering
of ABA services and social skills as priorities for children with HFA/
AS.

Behavior and family impact

One troubling finding in the investigation on family experiences
and HFA/ASwasthe contribution of maladaptive behaviors to negative
family impact. While this finding is not surprising in light of prior
research on behavior problems and stress, [64-66], it was interesting
that those findings held true when family impact of children on the
high functioning end of the autism spectrum were investigated. The
impact of externalizing behaviors is widely felt as our analysis showed
it related to multiple facets of family functioning. Specifically, parent
ratings of high externalizing behaviors were significantly associated
with lower quality social experiences. A prior investigation focusing
on children with autistic-like characteristics found similar results
in that parents experienced lower quality of life and fewer social
relationships than did parents of children with cerebral palsy or
mental retardation [67]. In this particular investigation, not only did
externalizing behaviors impact social life, but the “routine of autism”
was related as well. The day-to-day management of having a child
with HFA/AS contributed to fewer social activities and less time for
the parents’ to spend in their own social activities. Parent comments
indicating that they were always “on a schedule” and “constantly
focused” on their child underscores the need for respite supports.
These findings were mirrored in a previous study concluding that
parents of children with autism had high levels of stress, but had low
access to recreation and leisure activities for themselves [49]. Again,
the experiences of parents’ with pre-adolescent children with HFA/
AS were similar to those of study outcomes investigating families
across the autism spectrum. Further compounding the stress of
parents navigating HFA/AS was the lack of support from extended
family members. Participants shared statements indicating that
families “cannot fully understand from a verbal description” or “...
don’t even care to learn” about the challenges participants experience
related to HFA/AS. Clearly, parents of children with HFA/AS report
feeling challenged and stressed, and accessing age-appropriate
evidence-based supports coupled with extended family backing may
go far in alleviating burdens.
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In addition to impacting parents’ social life, higher externalizing
behaviors were related to more negative feelings about parenting. In
fact, 13% of participants were unable to think of anything positive to
say about parenting a child with HFA/AS, with one parent voicing
her experiences as “physically and mentally demanding and time
consuming.” This finding corroborates the experience of families
across the spectrum dealing with ASD where problem behaviors
have negative family impact [35,68]. This impact also extended to
marriage relationships as higher ratings of externalizing behavior
were significantly related to lower quality marriage, as rated by
participants. An earlier study also examined marital impact [32], but
investigated families living with children across the autism spectrum,
not isolating families with HFA/AS as this study did. Despite the
different populations, these researchers found similar results.
Relationship stressors for couples of children with ASD and couples
with typically developing children were compared. Results indicated
that higher intensity child behavior problems and lower ratings of
marital satisfaction were found in the ASD parent group.

One interesting finding of this study that differed from previous
investigations concerned the sibling relationship. While prior
research indicated negative outcomes for typical siblings [69,70] this
study found that the externalizing behaviors of siblings with HFA/
AS were not significantly related to sibling impact. The ability of the
siblings with HFA/AS to verbally communicate and the propensity
for higher IQs may have acted as buffers between problem behaviors
and negative sibling impact while earlier research included children
across the autism spectrum who may have had intellectual disability
and non-verbal communication found in individuals with moderate-
severe autism. Future research would be well served to compare the
sibling relationship among different levels of impairment of children
with ASD (i.e. levels 1, 2, and 3) while controlling for externalizing
behaviors. Although our investigation found parent-reported negative
impact on a variety of family-related issues, the parent interviews also
indicated that the majority of parents were able to articulate positive
aspects of parenting a child with HFA/AS. Specific comments such as,
“She’s amazing,” or “You appreciate the learning process and the little
steps in life,” paint a portrait of the benefits parents encounter from
their children, despite the unique challenges they face.

Concerns for the future

While many families struggled through the diagnostic process,
securing services, and maintaining their psychological health, they
also had focus on their child’s future, expressing concerns for their
child’s social development. One father indicated, “Hopefully I won’t
have a 12-year-old who is a social outcast.” In light of the average to
above average 1Qs of individuals with HFA/AS, worries over social
interaction were warranted as these deficits often stand out and have
future impact on employment, relationships, and mental health
[22,24]. However, parents did not specifically articulate concern
for those patterns of outcome in which adolescents and adults with
HFA/AS are most vulnerable, rather social development in general.
For example, parents did not articulate fears over the development
of related mental health disorders, and only one parent mentioned
concerns over employment by commenting that, “We don’t expect
him to be independent”. One may surmise that increasing parent
education may help parents anticipate long-term outcomes and assist

their children in developing the necessary skills to facilitate successful
futures.

Summary and implications

Taking the above information as a whole, it seems clear that
families of early elementary school aged children with HFA/AS need
further attention in the research base. By narrowing the lens on a
specific group of autism spectrum disorders, this investigation was
able to examine the challenges uniquely associated with HFA/AS.
In addition, the interview format of this study provided additional
information that would not have been captured in a pencil and paper
format. Parents were able to express their experiences freely through
the semi-structured interview process and valuable information
regarding parent and family experiences were captured. The fact
that many couples participated in the interview process together
was also a strong component of the study and provided additional
information that would not have been captured by interviewing
only one parent. Although the sample was small, and likely not
representative of all parents of young children with HFA/AS living in
the 21 century, there was consistency in their responses that begged
further professional attention.

There are implications from the findings of this study for families
and professionals. An important link between parent education and
intervention was found. Many parents articulated the need for more
information about the educational process for their children. Increased
knowledge may empower parents to advocate for appropriate
interventions for their children with HFA/AS and ensure that they
are working toward goals that increase successful functioning into
adulthood. Furthermore, despite recent policy statements from the
American Association of Pediatrics advocating for improved autism
screening practices, physicians would also benefit from increased and
continued education on diagnosing and making recommendations
for treating autism spectrum disorders, especially in children who
are higher functioning and who may not obviously display the key
deficits related to ASD. It seems that families of children with HFA/
AS in this sample and prior studies of families with children across
the autism spectrum encountered similar challenges. Accessing
familial support, marital relationships, and participating in social and
leisure activities were problematic. Families of children with HFA/AS
not only encountered disability-related challenges, but they were also
forced to navigate relationships with medical professionals, extended
family members, and with each other.
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