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PREFACE

In the fall of 2005, the Virginia Tech Autism Research Group, in the Psychology
Department of Virginia Polytechnic Institute and State University, met to discuss ideas of
how to help families in the surrounding New River Valley area who have a child with
Autism Spectrum Disorder (ASD). It was brought to the attention of the group that many
such parents were concerned about the availability and quality of services for their
children that existed in the area. Many parts of the New River Valley area are rural,
which can pose potential problems in terms of the availability of services, and parents
were worried about the level of support that they were receiving.

The group decided to send out an extensive survey to family caregivers of people
with ASD which assessed the existing services in the area. At the request of the
Commonwealth Autism Service, the survey was designed to assess all areas in Virginia
rather than limiting it to the New River Valley. The Virginia Tech Autism Research
Group worked in collaboration with the New River Valley Autism Action group to create
the survey, which assesses caregivers’ perceptions of the outpatient service needs for
their child with ASD in their local area of residence. The two groups hoped that the
results from the project would shed light on which services were readily available in the
New River Valley as well as other areas of Virginia, and which services might be added.
The survey was completed in the Summer of 2005.

The first goal of the survey was to assess the needs of individuals with ASD. ASD
is a wide-ranging group of disorders that can profoundly affect both the individual and
their family in varying ways; therefore, it is essential to determine the specific needs of
these families. The second goal of the survey was examine what services already existed
in areas of Virginia and evaluate the perceived effectiveness of these services. The third
goal of the study was to see which services are lacking in quantity and quality and obtain
feedback from the families regarding this issue.

The Virginia Tech Autism Research Group greatly appreciates the help of the
New River Valley Autism Action Group in composing the survey. We also appreciate the
effort from all of the participating families, without whom we would have no data. The
results of the survey will be sent out to the families who requested a summary of the
findings and will also be used to assist in obtaining additional and improved autism-
related services in needed areas of Virginia.
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INTRODUCTION

Autism Spectrum Disorders (ASDs) consist of various chronic and lifelong
pervasive neurodevelopmental disorders that affect children’s social,
language/communication, and behavioral development. According to the Diagnostic and
Statistical Manual of Mental Disorders — Fourth Edition (DSM-IV), children with ASDs
display impairments in social interaction and communication and exhibit restricted,
repetitive patterns of behavior or interests (American Psychiatric Association, 1994). As
such, ASDs can severely impact when or if the child learns to speak, how they will
develop social relationships with other people, and how they integrate sensory
information. Within the DSM-IV, ASDs are listed as Pervasive Developmental
Disorders (PDD) and consist of Autism, Asperger’s Syndrome, Rett’s Disorder,
Childhood Disintegrative Disorder, and PDD Not Otherwise Specified.

Classic autism was originally thought to be a relatively rare disorder that affected
approximately 3 in 10,000 children, but recent conceptualizations view autism on a
spectrum with the core features varying from mild to moderate dysfunction. As a result,
more children are being recognized as falling within the autism spectrum and requiring
services. Indeed, recent reports suggest that the prevalence of the full range of ASDs is
on the rise, currently affecting as many as 1 in 250 children (Tanguay, 2000). A
statement of Autism A.L.A.R.M. (January, 2004) was issued by The Department of
Health and Human Services, Centers of Disease Control, American Academy of
Pediatrics, Medical Home Initiatives, and First Signs, in which they estimated that 1 in
every 166 children in the United States currently are diagnosed with an ASD.

As such, autism is considered to be the fastest growing developmental disability.
According to the Commonwealth Autism Service (www.autismva.org), autism has
affected over 1.5 million Americans and the numbers continue to rise. They note that the
rate of population growth in the United States was 13% over the last decade. In
comparison, the rise in non-autism related disabilities was 16%, while the rise in autism
was an astounding 173%. The state of Virginia is not untouched by this. The increase for
the counties represented in this study was 123%, rising from 1,455 students to 1,798
students with ASD. Moreover, these are likely to be underestimates of the true prevalence
because they do not include affected toddlers or adults, students who were not diagnosed
accurately, students who had autism listed as a secondary diagnosis, or students not
attending public schools (i.e., private or home-schooling). This large increase in number
of individuals with ASD demonstrates an apparent need for services in the
Commonwealth of Virginia.
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In conjunction with the New River Valley Autism Action Group, an association
of parents and professional dedicated to raising awareness and education on ASD, the
Virginia Tech Autism Research Group conducted a study through an online survey made
available to family caregivers of affected children. The Virginia Tech Autism Research
Group is a group of faculty and students within the Psychology Department of Virginia
Polytechnic Institute and State University who conduct research on autism-related issues.
The survey was designed to assess the needs of individuals with ASD in their local area
in Virginia. In the Summer of 2005, The New River Valley Autism Action Group,
Montgomery County Parents Resource Center, the Autism Society of America: Greater
Roanoke Valley Chapter, the Commonwealth Autism Service, and Virginia Early
Intervention Services advertised the survey on their websites or sent emails to their
members regarding the availability of the survey.

The survey was comprised of four major sections. Demographical information,
general information about the parent and child, questions specific to the child’s
symptoms, diagnosis and behavior, and a section that surveyed parents’ opinions
regarding the status of autism-related outpatient services. In these subsequent sections,
parents were asked to evaluate various autism related-services using a scale from 1-5
with 5 being the highest. Rating were based on whether they have used the particular
service in the past or are currently using the service, the ease of locating the service in
their area (within a forty mile radius), their satisfaction with the quality of the services,
and the perceived need for such services in their area. A copy of the complete survey is
included in the Appendix.



PART I: DEMOGRAPHICS

The following questions were asked of the participants under the section of
General Information about the Parents. Under each question, the participants checked the
answer that most closely matched them and their households. There were 146 participants
who completed this section of the survey.

1. What relation are you to the child?

Relation to Child Number of Participants
Mother 110 (75%)

Father 15 (10%)

Step Mother 3 (2%)

Legal Guardian 2 (1%)

Adoptive Mother 2 (1%)

Other 14 (10%)

2. What is your race/ethnicity? (optional)

Race/Ethnicity Number of Participants
Caucasian/European American 129 (89%)

African American 7 (5%)

Asian/Pacific Islander 3 (2%)

Latino, Hispanic, or Chicano 2 (1%)

Native American 1 (1%)

Other 1 (1%)

No answer 3 (2%)

3. What is your highest level of education completed? (optional)

Highest Level of Education Number of Participants
Some High School 1 (1%)

High School Graduate 15 (10%)

Some College 42 (29%)

College Degree 40 (27%)

Some Graduate School 14 (10%)

Graduate Degree 32 (22%)

No answer 2 (1%)

4. Which of the following is closest to your annual household income? (optional)

Annual Household Income Number of Participants
Under $20,000 7 (5%)
$20,000-$39,999 28 (19%)
$40,000-$59,999 37 (25%)




$60,000-$79,999 27 (18%)
$80,000-$99,999 15 (10%)
$100,000 and above 20 (14%)
No answer 12 (8%)

5. How long have you lived in Virginia?

Years Lived in Virginia Number of Participants
1-10 years 29 (21%)

11-20 years 23 (17%)

21-30 years 24 (17%)

31-40 years 39 (28%)

41-50 years 14 (10%)

51 years or more 10 (7%)

Answers not included 7

The participants listed their answers to this question in years and months. Seven answers
were not included in this data set, which made the total number of answers 139. The
answers were not included because they did not specify the number of years and instead
were responses such as “all of my life” or “most of my life.”

6. Please list the zip code in which you currently live.

Distribution of Participants

@ City of Harrisonburg

3% 39
3%
3%
3%

29%

m City of Richmond
O Floyd Co
O Frederick Co

3%
4%

m Henry Co
@ Pulaski Co
4% B Bedford
6% 0O Halifax Co
B Chesterfield Co
6% = City of Salem
22% 1% 0 Campbell
@ Other (2 or less each)
B Montgomery Co

The county that the participants live in was determined from their zip code using the
United States Postal Service’s website. The largest portion of participants (n=38, 29%)
came from Montgomery County. The lowest proportions (less than 2% each) were
placed in the ‘Other’ category, and came from Appomattox County, Arlington County,
Bath County, Carroll County, the City of Charlottesville, the City of Covington, the City



of Fredericksburg, the City of Hopewell, the City of Lexington, the City of Virginia
Beach, Fairfax County, Grayson County, Loudon County, Hanover County, Northampton
County, Nottoway County, Patrick County, Pittsylvania County, Prince George County,
Rockingham County, and Smyth County. Out of a total of 145 responses to this question,
131 were used for the data. The remaining 14 could not be used because seven were from
outside Virginia and seven listed zip codes that did not match up to a county.

7. How long have you lived in your local area (within 30-40 miles of your current zip
code)?

Number of Years in Local Area Number of participants
1-10 years 49 (35%)

11-20 years 45 (32%)

21-30 years 22 (16%)

31-40 years 19 (13%)

41-50 years 4 (3%)

51 years or more 2 (1%)

Answers not included 5

The participants listed their answers to this question in years and months. Five answers
were not included in the data for this question because they did not specify a quantifiable
number of years.

SUMMARY

Based upon the above responses, the current sample consisted primarily of
mothers (75%) of individuals with ASDs. The majority were Caucasian/European
American (89%), with a college degree or above (59%), and a household income of
$40,000 and above (67%). Most lived in Virginia (79%) and in their current county
(65%) for over a decade, with approximately a third of the sample currently residing in
Montgomery County (29%). With the exception of Campbell (11%), the remaining
counties were fairly evenly distributed between 2-6%.




PART II: CHARACTERISTICS OF THE CHILD

The following questions were asked of the participants under the sections of
General Information about the Child and General Information on Diagnosis and
Professional Services. Under each question, the participants checked the answer that most
closely applied for them and their child. There were 146 participants who completed this
part of the survey.

General Information about the Child

How old is your child?

The average age of the children was 9.96 years old. The median (i.e., midway
point) for age was 9 years old. The modal (i.e., most frequently occurring) age was 5
years old. The range of ages was from 2-40 years old.

What is your child’s gender?

A much higher percentage of the children were male (83%, n=121) than female
(16%, n=24), which is consistent with the overall ratio of four out of every five
individuals with autism being male (www.teacch.com). One participant did not respond
to this question.

What level of education has your child completed?

Level of Education Number of Children
None 19 (13%)

Preschool 29 (20%)
Kindergarten 30 (21%)
Elementary School 42 (29%)

Middle School 16 (11%)

High School 6 (4%)

College 0

Graduate School 0

No answer 2 (1%)

Specify the highest grade completed.

The grades completed ranged from daycare to high school. The median grade
level was 3™ grade. The most frequently occurring grade levels were preschool and 3™
grade, both with 12 responses. There were 105 responses to this question, but only 101
were used for the data. Two responses were not used because they wrote that their child
had completed special education, which cannot be placed at a specific year in school. The
other two responses were not used because they marked “n/a.”

SUMMARY

On the average, the children reported in this survey were 10 years old and
completed the 3" grade. Ages ranged from 2-40 years old, but the most frequent reports




were for children who were 5 years old and in preschool. The majority of children were
boys (83%), with a ratio of approximately 5:1.

General Information on Diagnosis

What is your child’s current Autism Spectrum Disorder (ASD) diagnosis?

ASD Diagnosis Number of Children
Autism or Autistic Disorder 83 (57%)
Asperger’s Disorder 34 (23%)

Pervasive Developmental Disorder- Not 21 (14%)
Otherwise Specified (NOS)

Other 7 (5%)

No answer 1 (1%)

The diagnoses listed as “other” included Nonverbal Learning Disorder, Landau-
Kleffner Syndrome with autistic features, Sensory Integration Disorder, Autism Spectrum
Disorder, and Atypical Autism. The first three are not listed as disorders that would fall
under ASD by the Diagnostic and Statistical Manual of Mental Disorders- Fourth Edition
(DSM-1V). The latter two would be considered as PDD-NOS and Autism, respectively.
Two participants reported that their child had not been diagnosed.

How old was your child when he/she got this diagnosis?

The average age of diagnosis was 4.78 years old. The median age was 4 years old.
The most frequently occurring age was 3 years old. The age range for diagnosis was from
1 year 3 months to 22 years old. There were 140 responses to this question, of which 137
were used for this data. Three data entries were excluded because they did not list
quantifiable ages, such as “late teens” or “this year.”

Have any of the child’s siblings been diagnosed with Autism Spectrum Disorder
(ASD)?

Out of the 146 participants who responded to this question, 129 (88%) said that
their child’s siblings were not diagnosed with ASD and 13 (9%) said that their child’s
siblings had been diagnosed with ASD. Four participants (3%) did not answer this
question.

If your child’s siblings have been diagnosed with Autism Spectrum Disorder (ASD),
please specify the disorder.

Of the 13 participants who responded to this question, seven (54%) said that the
child’s siblings were diagnosed with Asperger’s Disorder and four (31%) were diagnosed
with Autism. The remaining two participant’s responses were not included in this data
because the diagnoses were not categorized under ASD, which were reported as
Developmental Disability and Attention Deficit Hyperactivity Disorder (ADHD).

Does your child have any other symptoms or diagnoses? (check all that apply)




Symptom or Diagnosis Number of Children

Anxiety Disorder 36 (25%)
Attention Deficit Hyperactive Disorder 41 (28%)
Central Auditory Processing Disorder 28 (19%)
Depression 11 (8%)

Dietary Allergies 28 (19%)

Digestive Problems (constipation, diarrhea, | 48 (33%)
bloating, or abdominal pain)

Hearing Impairment 5 (3%)
Mental Retardation 20 (14%)
Obsessive Compulsive Disorder 44 (30%)
Schizophrenia 0 (0%)
Seizures 6 (4%)
“Tunnel Vision Syndrome” (peripheral 7 (5%)
vision, vision perception impairment)

Vision Impairment 15 (10%)
None 17 (12%)
Other 35 (24%)

The most common comorbid (i.e., co-occuring) symptoms of the children with
ASD were digestive problems (33%, n=48), Obsessive Compulsive Disorder (30%,
n=44), Attention Deficit Hyperactive Disorder (28%, n=41), and Anxiety Disorder (25%,
n=36). A moderate number reported Central Auditory Processing Disorder (19%, n=28)
and dietary allergies (19%, n=28). The least common (less than 10% each) were vision
impairment, depression, tunnel vision, seizures, hearing impairment, and schizophrenia.
The types of symptoms listed as “other” included eczema, nearsightedness,
oversensitivity to sound, Down Syndrome, cerebral palsy, pain, lactose intolerance,
Attention Deficit Disorder (ADD), Oppositional Defiant Disorder (ODD), Tourette’s
Syndrome, asthma, toe walking, dyslexia, auditory hallucinations, sensory issues, Mood
Disorder NOS, Sensory Integration Disorder (SID), attachment disorder, language
disorder, allergies, hypotonia, selective mutism, food intolerance, and no speech. Only
12% of the sample reported no comorbid conditions.

If answered yes to dietary allergies, please specify.

Of those who stated that their children had dietary allergies, the most common
allergies were milk/dairy (46%, n=13), casein (25%, n=7), gluten (21%, n=6), soy (21%,
n=6), and wheat (21%, n=0).

SUMMARY

The majority of children reported in this study have a diagnosis of
Autism/Autistic Disorder. The average age at the time of diagnosis was 4 years, 9
months, but the most frequent age of diagnosis was 3 years old. Most of the children
with ASD were reported to also have co-occuring diagnoses (88%), most commonly
problems with anxiety, attention/hyperactivity, and digestion. A small percentage (9%)
of the children with ASD also had younger siblings on the autistic spectrum (when more
than one ASD diagnosis in the family, parents were prompted to complete the survey




only in reference to the oldest child), but the majority (88%) did not. Siblings with ASD
were most likely diagnosed with Asperger’s Disorder.

General Information on Professional Services

What type of professional diagnosed your child with Autism Spectrum Disorder ?

Type of Professional Number of Children
Developmental Pediatrician 63 (43%)
Psychologist 24 (16%)
Neurologist 25 (17%)

Primary Care Physician 1 (1%)

Psychiatrist 9 (6%)

Other 18 (12%)

No answer 6 (4%)

Most of the participants stated that a developmental pediatrician diagnosed their
child with ASD (43%, n=63). Moderate numbers were also diagnosed by a neurologist
(17%, n=25) or a psychologist (16%, n=24).

What did that professional do after diagnosing your child? (check all that apply)

Action taken by Professional Number of Children this happened to
Provided no additional information 26 (18%)

Gave information about available resources | 66 (45%)

Gave literature on Autism 65 (45%)

Spent time talking with them about Autism | 60 (41%)

Referred them to an Autism specialist 9 (6%)

Referred them to a support group 14 (10%)

Advised on educational programs 50 (34%)

Advised on medical problems 22 (15%)

Other 21 (14%)

While just under half (41-45%) of the specialists provided information on autism
and available resources, a substantial minority (18%) gave no additional information after
diagnosing the child with the disorder. This is an indication that more informational
resources are needed for both professionals and parents.

When you first received this diagnosis, who/what helped you learn about Autism
Spectrum Disorder (ASD)? (check all that apply)

Who/what assisted in learning about ASD Number of Participants

Healthcare Professionals 29 (20%)
Education Professionals 31 (21%)
Parent Resource Centers 26 (18%)

Early Intervention Specialist 22 (15%)




Parents of children with Autism 61 (42%)
Family Member 12 (8%)
Friends 15 (10%)
Support Group 43 (29%)
Advocacy Group 25 (17%)
Internet 107 (73%)

Books, Magazines, or Videotapes

103 (71%)

Conference and Workshops 61 (42%)
Didn’t Seek Further Help 0
Other 12 (80%)

The most common ways that parents learned more about ASD was through the
internet (73%, n=107), books, magazines, or videotapes (71%, n=103), parents of
children with Autism (42%, n=61), and conferences/workshops (42%, n=61).
Professionals accounted for 15-20% of helping parents learn about ASD. This suggests
that parents are receiving most of their information from informal or indirect sources,
rather than through discussion with professionals.

Are you a member of a support or advocacy group for parents?

Yes or No and Type of Support Group

Number of Participants

Yes, Autism specific 69 (47%)
Yes, not Autism specific 8 (5%)
Yes, both Autism specific and not Autism 17 (12%)
specific

No, but was a member in the past 11 (8%)
No, never was a member 18 (12%)
No, but want to belong to a group 21 (14%)
No answer 2 (1%)

Most parents (59%) reported being a member of an Autism support or advocacy
group, with an additional 5% being part of a group that was not specific to Autism.

Have you ever moved to another school district to get better services for your child?

The majority of parents had not moved to pursue better services for their child
(75%, n=109). However, a large minority had moved to receive better services (23%,
n=33). Four participants (3%) did not answer this question.

SUMMARY

Most of the children (43%) reported in this survey were first diagnosed by a
developmental pediatrician. Many (41-45%) of the professionals who made the diagnosis
provided additional information about autism and available resources and spent some
time discussing autism with the family. However, 18% provided no additional
information beyond the diagnosis. Parents most often turned to the media (71-73%;
internet, books, videos, etc.), conferences/workshops (42%), or other parents (42%) for
additional information about ASD. Only 15-20% of parents reported obtaining this




information from local healthcare, educational, or early intervention professionals. Most
parents (59%) did report belonging to a parent support or advocacy group, which speaks
to the importance of parents helping parents. The relatively low percentages of
information reportedly received from professionals, however, suggest that this avenue of
support and information can be strengthened.



PART III: NEEDS ASSESSMENT

The participants were presented with a list of services and were first asked if they
had used the service. Next, they were asked to rate the current availability, general
quality, and need/importance for the service to be offered within 30-40 miles of their
home. They were asked to rate these qualities on a scale of 1 to 5, with 1 = very low, 2 =
low, 3 = moderate, 4 = high, and 5 = very high.

Behavioral Treatment (such as Applied Behavioral Analysis, Pivotal Response
Treatment, Discrete Trial Training, or Positive Behavioral Supports)

Use of Service Number of Participants
Currently Using 44 (30%)

Used in Past 22 (15%)

Have Never Used 75 (51%)

No Answer 5 (3%)

Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 62 (42%)

Rating of 3-5 (moderate, high, and very 35 (24%)

high)

Don’t Know 41 (28%)

No Answer 8 (5%)

Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 32 (22%)

Rating of 3-5 (moderate, high, and very 39 (27%)

high)

Don’t Know 39 (16%)

Not Applicable (N/A) 23 (16%)

No Answer 13 (9%)

Need for the Service Number of Participants
Rating of 1-2 (very low and low) 4 (2%)

Rating of 3-5 (moderate, high, and very

103 (71%)

high)

Don’t Know 26 (18%)

No Answer 13 (9%)

Social Skills Training

Use of Service Number of Participants
Currently Using 56 (38%)

Used in Past 19 (13%)

Have Never Used 65 (45%)




| No Answer | 6 (4%)
Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 55 (38%)
Rating of 3-5 (moderate, high, and very 46 (32%)
high)
Don’t Know 33 (23%)
No Answer 12 (8%)
Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 23 (16%)
Rating of 3-5 (moderate, high, and very 53 (36%)
high)
Don’t Know 38 (26%)
Not Applicable (N/A) 19 (13%)
No Answer 13 (9%)
Need for the Service Number of Participants
Rating of 1-2 (very low and low) 4 (3%)

Rating of 3-5 (moderate, high, and very

103 (70%)

high)

Don’t Know 23 (16%)

No Answer 16 (11%)

Speech Language Therapy

Use of Service Number of Participants
Currently Using 94 (64%)

Used in Past 31 (21%)

Have Never Used 18 (12%)

No Answer 3 (2%)

Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 26 (18%)

Rating of 3-5 (moderate, high, and very 99 (68%)

high)

Don’t Know 15 (10%)

No Answer 6 (4%)

Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 32 (22%)

Rating of 3-5 (moderate, high, and very 88 (60%)

high)

Don’t Know 13 (9%)

Not Applicable (N/A) 6 (4%)




| No Answer | 7 (5%)
Need for the Service Number of Participants
Rating of 1-2 (very low and low) 9 (6%)
Rating of 3-5 (moderate, high, and very 116 (79%)
high)
Don’t Know 13 (9%)
No Answer 8 (5%)

Early Intervention Services for Ages 0-3 Years

Use of Service Number of Participants
Currently Using 5 (3%)

Used in Past 79 (54%)

Have Never Used 56 (38%)

No Answer 6 (4%)

Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 26 (18%)

Rating of 3-5 (moderate, high, and very 65 (44%)

high)

Don’t Know 44 (30%)

No Answer 11 (8%)

Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 29 (20%)

Rating of 3-5 (moderate, high, and very 54 (37%)

high)

Don’t Know 40 (27%)

Not Applicable (N/A) 10 (7%)

No Answer 13 (9%)

Need for the Service Number of Participants
Rating of 1-2 (very low and low) 6 (4%)

Rating of 3-5 (moderate, high, and very 87 (59%)

high)

Don’t Know 38 (26%)

No Answer 15 (10%)

Occupational Therapy

Use of Service Number of Participants
Currently Using 76 (52%)

Used in Past 50 (34%)

Have Never Used 19 (13%)




| No Answer | 1 (1%)
Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 36 (25%)
Rating of 3-5 (moderate, high, and very 87 (60%)
high)
Don’t Know 16 (11%)
No Answer 7 (5%)
Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 34 (23%)
Rating of 3-5 (moderate, high, and very 80 (54%)
high)
Don’t Know 19 (13%)
Not Applicable (N/A) 3 (2%)
No Answer 10 (7%)
Need for the Service Number of Participants
Rating of 1-2 (very low and low) 7 (5%)

Rating of 3-5 (moderate, high, and very

115 (79%)

high)

Don’t Know 15 (10%)

No Answer 9 (6%)

Play Therapy

Use of Service Number of Participants
Currently Using 15 (10%)

Used in Past 19 (13%)

Have Never Used 107 (73%)

No Answer 5 (3%)

Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 43 (29%)

Rating of 3-5 (moderate, high, and very 17 (11%)

high)

Don’t Know 72 (49%)

No Answer 14 (10%)

Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 16 (11%)

Rating of 3-5 (moderate, high, and very 21 (14%)

high)

Don’t Know 74 (51%)

Not Applicable (N/A) 21 (14%)




| No Answer | 14 (10%)
Need for the Service Number of Participants
Rating of 1-2 (very low and low) 5 (4%)
Rating of 3-5 (moderate, high, and very 74 (50%)
high)
Don’t Know 54 (37%)
No Answer 13 (9%)
Floortime/Greenspan
Use of Service Number of Participants
Currently Using 2 (1%)
Used in Past 10 (7%)
Have Never Used 131 (90%)
No Answer 3 (2%)
Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 31 (21%)
Rating of 3-5 (moderate, high, and very 9 (6%)
high)
Don’t Know 87 (60%)
No Answer 19 (13%)
Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 9 (6%)
Rating of 3-5 (moderate, high, and very 7 (5%)
high)
Don’t Know 87 (60%)
Not Applicable (N/A) 24 (16%)
No Answer 19 (13%)
Need for the Service Number of Participants
Rating of 1-2 (very low and low) 4 (3%)
Rating of 3-5 (moderate, high, and very 43 (29%)
high)
Don’t Know 79 (54%)
No Answer 20 (14%)
Music, Dance, or Drama Therapy
Use of Service Number of Participants
Currently Using 10 (7%)
Used in Past 18 (12%)
Have Never Used 116 (79%)




| No Answer | 2 (1%)
Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 41 (28%)
Rating of 3-5 (moderate, high, and very 17 (12%)
high)
Don’t Know 72 (49%)
No Answer 16 (11%)
Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 13 (9%)
Rating of 3-5 (moderate, high, and very 17 (12%)
high)
Don’t Know 79 (54%)
Not Applicable (N/A) 21 (14%)
No Answer 16 (11%)
Need for the Service Number of Participants
Rating of 1-2 (very low and low) 5 (4%)
Rating of 3-5 (moderate, high, and very 63 (44%)
high)
Don’t Know 60 (41%)
No Answer 18 (12%)
Sensory or Auditory Integration
Use of Service Number of Participants
Currently Using 23 (16%)
Used in Past 34 (23%)
Have Never Used 88 (60%)
No Answer 1 (1%)
Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 42 (29%)
Rating of 3-5 (moderate, high, and very 41 (28%)
high)
Don’t Know 51 (35%)
No Answer 12 (8%)
Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 15 (10%)
Rating of 3-5 (moderate, high, and very 48 (33%)
high)
Don’t Know 47 (32%)
Not Applicable (N/A) 21 (14%)




| No Answer | 15 (10%)
Need for the Service Number of Participants
Rating of 1-2 (very low and low) 4 (2%)
Rating of 3-5 (moderate, high, and very 90 (61%)
high)
Don’t Know 36 (25%)
No Answer 16 (11%)
Physical Therapy
Use of Service Number of Participants
Currently Using 19 (13%)
Used in Past 36 (25%)
Have Never Used 89 (61%)
No Answer 2 (1%)
Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 23 (16%)
Rating of 3-5 (moderate, high, and very 53 (37%)
high)
Don’t Know 54 (37%)
No Answer 6 (11%)
Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 7 (4%)
Rating of 3-5 (moderate, high, and very 48 (33%)
high)
Don’t Know 59 (40%)
Not Applicable (N/A) 14 (10%)
No Answer 18 (12%)
Need for the Service Number of Participants
Rating of 1-2 (very low and low) 4 (3%)
Rating of 3-5 (moderate, high, and very 74 (51%)
high)
Don’t Know 52 (36%)
No Answer 16 (11%)
Vocational Training
Use of Service Number of Participants
Currently Using 7 (5%)
Used in Past 3 (2%)
Have Never Used 130 (89%)




| No Answer | 6 (4%)
Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 23 (15%)
Rating of 3-5 (moderate, high, and very 11 (8%)
high)
Don’t Know 92 (63%)
No Answer 20 (14%)
Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 11 (7%)
Rating of 3-5 (moderate, high, and very 8 (5%)
high)
Don’t Know 83 (57%)
Not Applicable (N/A) 24 (16%)
No Answer 20 (14%)
Need for the Service Number of Participants
Rating of 1-2 (very low and low) 4 (3%)
Rating of 3-5 (moderate, high, and very 48 (33%)
high)
Don’t Know 72 (49%)
No Answer 22 (15%)
Animal Therapy
Use of Service Number of Participants
Currently Using 13 (9%)
Used in Past 15 (10%)
Have Never Used 113 (77%)
No Answer 5 (3%)
Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 33 (23%)
Rating of 3-5 (moderate, high, and very 20 (13%)
high)
Don’t Know 73 (50%)
No Answer 20 (14%)
Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 6 (4%)
Rating of 3-5 (moderate, high, and very 24 (16%)
high)
Don’t Know 79 (54%)
Not Applicable (N/A) 17 (12%)




| No Answer | 20 (14%)
Need for the Service Number of Participants
Rating of 1-2 (very low and low) 4 (3%)
Rating of 3-5 (moderate, high, and very 59 (41%)
high)
Don’t Know 62 (42%)
No Answer 21 (14%)

Dietary Interventions (such as casein free or gluten free diets, fatty acids, feingold
diet, alkaline shots, magnesium, or vitamin supplements)

Use of Service Number of Participants
Currently Using 26 (18%)

Used in Past 27 (18%)

Have Never Used 91 (62%)

No Answer 2 (1%)

Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 33 (23%)

Rating of 3-5 (moderate, high, and very 40 (27%)

high)

Don’t Know 57 (39%)

No Answer 16 (11%)

Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 14 (9%)

Rating of 3-5 (moderate, high, and very 36 (25%)

high)

Don’t Know 66 (45%)

Not Applicable (N/A) 14 (10%)

No Answer 16 (11%)

Need for the Service Number of Participants
Rating of 1-2 (very low and low) 7 (4%)

Rating of 3-5 (moderate, high, and very 60 (41%)

high)

Don’t Know 59 (40%)

No Answer 20 (14%)

Respite Care

Use of Service Number of Participants
Currently Using 16 (11%)

Used in Past 15 (10%)




Have Never Used

112 (77%)

No Answer 3 (2%)

Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 50 (34%)

Rating of 3-5 (moderate, high, and very 15 (10%)

high)

Don’t Know 66 (45%)

No Answer 15 (10%)

Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 17 (12%)

Rating of 3-5 (moderate, high, and very 16 (10%)

high)

Don’t Know 80 (55%)

Not Applicable (N/A) 15 (10%)

No Answer 18 (12%)

Need for the Service Number of Participants
Rating of 1-2 (very low and low) 7 (5%)

Rating of 3-5 (moderate, high, and very 77 (52%)

high)

Don’t Know 45 (31%)

No Answer 17 (12%)

Family Services (such as Family Counseling, Parent Support Groups, Sibling
Support Group, Parent Advocacy Group, or Parent Training)

Use of Service Number of Participants
Currently Using 65 (45%)

Used in Past 38 (26%)

Have Never Used 40 (27%)

No Answer 3 (2%)

Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 35 (24%)

Rating of 3-5 (moderate, high, and very 75 (51%)

high)

Don’t Know 26 (18%)

No Answer 10 (7%)

Quality of the Service

Number of Participants

Rating of 1-2 (very low and low)

16 (11%)

Rating of 3-5 (moderate, high, and very
high)

82 (60%)




Don’t Know 33 (23%)

Not Applicable (N/A) 5 (3%)

No Answer 10 (7%)

Need for the Service Number of Participants
Rating of 1-2 (very low and low) 4 (2%

Rating of 3-5 (moderate, high, and very

112 (77%)

high)

Don’t Know 18 (12%)

No Answer 12 (8%)

Autism Specialty Clinics/Centers

Use of Service Number of Participants
Currently Using 24 (16%)

Used in Past 26 (18%)

Have Never Used 92 (63%)

No Answer 4 (3%)

Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 68 (46%)

Rating of 3-5 (moderate, high, and very 21 (15%)

high)

Don’t Know 45 (31%)

No Answer 12 (8%)

Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 17 (11%)

Rating of 3-5 (moderate, high, and very 33 (22%)

high)

Don’t Know 66 (45%)

Not Applicable (N/A) 17 (12%)

No Answer 13 (9%)

Need for the Service Number of Participants
Rating of 1-2 (very low and low) 3 (2%)

Rating of 3-5 (moderate, high, and very 97 (67%)

high)

Don’t Know 34 (23%)

No Answer 12 (8%)

Medications (such as SSRI’s, stimulants, or antipsychotics)

Use of Service

Number of Participants

Currently Using

56 (38%)




Used in Past 13 (9%)

Have Never Used 76 (32%)

No Answer 1 (1%)

Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 7 (4%)

Rating of 3-5 (moderate, high, and very 69 (47%)

high)

Don’t Know 53 (36%)

No Answer 17 (12%)

Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 8 (5%)

Rating of 3-5 (moderate, high, and very 55 (38%)

high)

Don’t Know 58 (40%)

Not Applicable (N/A) 10 (7%)

No Answer 15 (10%)

Need for the Service Number of Participants
Rating of 1-2 (very low and low) 16 (11%)

Rating of 3-5 (moderate, high, and very 52 (36%)

high)

Don’t Know 57 (39%)

No Answer 21 (14%)

Diagnostic Services

Use of Service Number of Participants
Currently Using 23 (16%)

Used in Past 79 (54%)

Have Never Used 37 (25%)

No Answer 7 (5%)

Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 45 (31%)

Rating of 3-5 (moderate, high, and very 54 (37%)

high)

Don’t Know 32 (22%)

No Answer 15 (10%)

Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 29 (20%)

Rating of 3-5 (moderate, high, and very 58 (40%)

high)




Don’t Know 37 (25%)

Not Applicable (N/A) 8 (5%)

No Answer 14 (10%)

Need for the Service Number of Participants
Rating of 1-2 (very low and low) 6 (4%)

Rating of 3-5 (moderate, high, and very 96 (66%)

high)

Don’t Know 29 (20%)

No Answer 15 (10%)

Educator’s Training

Use of Service Number of Participants
Currently Using 25 (17%)

Used in Past 33 (23%)

Have Never Used 81 (55%)

No Answer 7 (5%)

Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 42 (29%)

Rating of 3-5 (moderate, high, and very 27 (18%)

high)

Don’t Know 62 (42%)

No Answer 15 (10%)

Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 27 (19%)

Rating of 3-5 (moderate, high, and very 38 (26%)

high)

Don’t Know 53 (36%)

Not Applicable (N/A) 10 (7%)

No Answer 18 (12%)

Need for the Service Number of Participants
Rating of 1-2 (very low and low) 3 (2%)

Rating of 3-5 (moderate, high, and very 79 (55%)

high)

Don’t Know 48 (33%)

No Answer 16 (11%)

Web-Based Resource Network of Local Autism Resources

Use of Service

Number of Participants

Currently Using

68 (47%)




Used in Past 38 (26%)

Have Never Used 36 (25%)

No Answer 4 (3%)

Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 35 (24%)

Rating of 3-5 (moderate, high, and very 77 (52%)

high)

Don’t Know 24 (16%)

No Answer 10 (7%)

Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 17 (11%)

Rating of 3-5 (moderate, high, and very 76 (51%)

high)

Don’t Know 32 (22%)

Not Applicable (N/A) 11 (8%)

No Answer 10 (7%)

Need for the Service Number of Participants
Rating of 1-2 (very low and low) 6 (4%)

Rating of 3-5 (moderate, high, and very

108 (74%)

high)

Don’t Know 20 (14%)

No Answer 12 (8%)

Special Needs Camps

Use of Service Number of Participants
Currently Using 11 (8%)

Used in Past 11 (8%)

Have Never Used 122 (84%)

No Answer 2 (1%)

Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 37 (26%)

Rating of 3-5 (moderate, high, and very 23 (16%)

high)

Don’t Know 67 (46%)

No Answer 19 (13%)

Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 13 (9%)

Rating of 3-5 (moderate, high, and very 20 (13%)

high)




Don’t Know 76 (52%)

Not Applicable (N/A) 19 (13%)

No Answer 18 (12%)

Need for the Service Number of Participants
Rating of 1-2 (very low and low) 4 (3%)

Rating of 3-5 (moderate, high, and very 74 (51%)

high)

Don’t Know 51 (35%)

No Answer 17 (12%)

Transition Services (from High School to College or the Workplace)

Use of Service Number of Participants
Currently Using 5 (3%)

Used in Past 6 (4%)

Have Never Used 132 (90%)

No Answer 3 (2%)

Availability of the Service Number of Participants
Rating of 1-2 (very low and low) 25 (18%)

Rating of 3-5 (moderate, high, and very 8 (6%)

high)

Don’t Know 88 (60%)

No Answer 25 (17%)

Quality of the Service Number of Participants
Rating of 1-2 (very low and low) 14 (10%)

Rating of 3-5 (moderate, high, and very 7 (5%)

high)

Don’t Know 80 (55%)

Not Applicable (N/A) 24 (16%)

No Answer 21 (14%)

Need for the Service Number of Participants
Rating of 1-2 (very low and low) 3 (2%)

Rating of 3-5 (moderate, high, and very 56 (39%)

high)

Don’t Know 59 (40%)

No Answer 28 (19%)




SUMMARY

The five services that most participants were currently using or had used in the
past were Occupational Therapy (86%), Speech Language Therapy (85%), Family
Services (71%), Web-Based Resource Network for Local Autism Resources (71%), and
Diagnostic Services (70%). Thus, there are some services available that are used by a
high percentage of the participants.

The five services rated as having the lowest availability (rating of 1-2) were
Autism Specialty Clinics/Centers (46%), Behavioral Treatment (42%), Social Skills
Training (38%), Respite Care (34%), and Diagnostic Services (31%). Although many
other services were rated as having high availability, these data demonstrate that in some
areas certain services are not readily available.

The five services most participants rated as high need or importance (as a rating
of 3-5) were Speech Language Therapy (79%), Occupational Therapy (79%), Family
Services (77%), Web-Based Resource Network of Local Autism Resources (74%), and
Behavioral Therapy (71%). Of these, only Behavioral Therapy was also rated as low in
availability. This demonstrates that there are many services that families with a child with
autism believe are needed and important to have in Virginia. Importantly, many of these
services are indeed being provided and used by families. One exception, however, is the
low availability and use of behavioral interventions.

The five services most often rated as having the lowest quality (rating of 1-2)
were Occupational Therapy (23%), Behavioral Treatment (22%), Speech Language
Therapy (22%), Early Intervention Services for Ages 0-3 Years (20%), and Diagnostic
Services (20%). These data demonstrate that, even when services are available to
families, a large minority of users do not necessarily perceive the services to be of high-
quality. In addition, many respondents marked “Don’t Know” for the availability, quality,
and need of the services, which could suggest that the service is not readily available in
their area and therefore they do not have knowledge about it.

Services Rated as Both High Need/Importance and Low Availability

The following table reflects the top five services that were rated as both high in
need/importance and low in availability in the respondents’ local areas. Some services
were rated as high in need/importance (rating of 3-5) but were also perceived as being
readily available to the participants, so they were not included here.

Service Number of Participants that | Number of Participants that
Rated as High Need (3-5) Rated as Low Availability (1-2)

1. Behavioral Treatment 103 (71%) 62 (42%)

2. Social Skills Training 103 (70%) 55 (38%)

3. Autism Specialty Clinics 97 (67%) 68 (46%)

4. Diagnostic Services 96 (66%) 45 (31%)

5. Sensory or Auditory 90 (61%) 42 (29%)

Integration

The following is a list of other services that were listed as either in the top 10 of
“high need/importance” or “low availability”. Together, these ten services will be
expanded upon in the next section of the report.




Service

Number of Participants that

Number of Participants that

Rated as High Need (3-5)

Rated as Low Availability (1-2)

6. Occupational Therapy

115 (79%)

36 (25%)

7. Family Services 112 (77%) 35 (24%)
8. Web-Based Resource 108 (74%) 35 (24%)
Network of Local Autism

Resources

9. Educator’s Training 79 (55%) 42 (29%)
10. Special Needs Camps 74 (51%) 37 (26%)




PART IV: DETAILED SERVICES

In this section, more detail will be given about ten services for children with
autism. The first five were rated by respondents as both high in need and low in
availability. The second five were rated as either high in need or low in availability, but
not both. A brief description of the service will be followed by whether or not the service
is supported by current research, if applicable.

Behavioral Treatment

Behavioral interventions are based on the idea that behaviors that are reinforced
will increase in frequency and behaviors that are punished will decrease in frequency.
Currently, reinforcement is emphasized and punishment is not recommended in the
practice of behavioral interventions for autism. There are two main types of behavioral
treatment which are used to treat children with autism, the first being Applied Behavioral
Analysis (ABA) and the second Pivotal Response Training (PRT). In a review of 33
commonly used interventions for children with ASD, it was concluded that both ABA
and PRT are scientifically based practices, which meant that they had “significant and
convincing empirical efficacy and support” (Simpson, 2005, page 145). As in most
studies of autism interventions, larger samples of children are needed to see if the results
will generalize to the greater population of children with autism. Overall, however, both
ABA and PRT have the most empirical support to date, and thus we recommend
increasing the availability of such services in Virginia.

Applied Behavioral Analysis (ABA) was pioneered as a treatment of autism by
Dr. O. Ivar Lovaas at UCLA in 1964 (Anderson, 1988). ABA breaks down behaviors to
be taught into small pieces, and then uses reinforcement if the child responds correctly.
This process is called discrete trial training. For example, one of the first things that is
usually taught to a child with autism through ABA is how to sit still in a chair and make
eye contact with the therapist (Anderson, 1988). If the child correctly sits in the chair and
looks at the therapist, these behaviors are reinforced, typically with food or drink.

In one of the original studies done to test the effectiveness of ABA in 1970 by
Lovaas at UCLA, small groups of three-year-old children with autism were placed into
either an experimental group or a control group (Lovaas, 1987). The experimental group
received 40 hours a week of intensive ABA therapy, whereas the control group received
10 hours a week. The goal was to get the children into regular education classes and have
them be indistinguishable from their peers. The results of this study showed that 47% of
the experimental group did go to regular kindergarten classes, while none of the control
group accomplished this (Anderson, 1988). Also, the control group lost an average of five
IQ points, whereas the experimental group gained an average of 20 1Q points. These
findings led to the claim that approximately half of all children who go into ABA therapy
will have major developmental gains, whereas the other half will have more moderate
gains.

Findings since this landmark study have been less marked, though most studies
show that at least 25% of children who receive ABA treatment will make substantial
gains. There are several other factors, such as having a higher 1Q before treatment and
beginning treatment before the child is 5 years old which can improve the results of the
therapy (Harris & Handleman, 2000). In general, parents and teachers rate this treatment



positively (Smith, 1999) and in a meta-analysis of studies of ABA, it was found that the
therapy reduced problematic behaviors (Campbell, 2001). However, there is insufficient
research to determine whether or not the reduction in problematic behavior will
generalize to all aspects of the child’s life (Horner, Carr, Strain, Todd & Reed, 2002).
Overall, therefore, the positive effects of ABA therapy have been supported through
research.

Pivotal Response Training (PRT) is a type of ABA therapy that specifically
targets pivotal behaviors thought to have widespread positive effects for the child. These
include training to increase motivation, self-initiations, responsivity to multiple cues, and
self-management. By focusing on such pivotal behaviors, PRT is thought to be more
efficient than traditional ABA approaches. This therapy uses reinforcement in
naturalistic settings, such as when the child is playing in their home or at school. An
effort is made to individualize the reinforcement, give the child choice in activities and
reinforcements, intersperse learning trials with trials the child already knows, and
providing reinforcement for every attempt at a response even if only partially correct.
There is emphasis on building the trials into the child’s everyday routine and play to
make it easier on both the child and their parents.

In order to test whether traditional ABA or PRT is more effective, a group of
researchers attempted to teach children a set of target words using an A-B-A reversal
design (e.g., Koegel, Camarata, Koegel, Ben-Tall, & Smith, 1998). They first tried to
teach the children a word using discrete trial methods from ABA, then switched to PRT
for a different word, and then went back to using ABA for a different word. The results
of this study showed that all five of the children in the study learned the target words
quicker and more accurately when PRT techniques were used (Koegel et al., 1998). In
addition to promoting language, PRT has also been shown to increase various types of
play and social skills in children with autism (Stahmer, 1999).

Social Skills Training

The goal of Social Skills Training is to teach the child some of the social skills
that they lack or find difficult. Although children with ASDs are a heterogeneous group,
one of the things they have in common is a pervasive deficit in socialization (Laushey &
Heflin, 2000). The social skills can be taught to the children by adults or peers through
various methods, including reinforcement, environmental arrangement, or imitation.

In a meta-analysis of sixteen studies on Social Skills Training, positive change
was reported in social behavior, requesting assistance, eye gaze, joint attention, and
motor integration (Hwang & Hughes, 2000). It was noted, however, that children who are
nonverbal were rarely included in these studies, so the results may not apply to the
general population of children with autism. In this review, the types of ways to teach
social skills included: contingent imitation, in which a trainer imitates a child’s actions in
their field of vision immediately following the child’s use of appropriate social skills;
time delay, in which a trainer presents a stimulus for a social skill and then gradually
lengthens the wait before giving a verbal prompt; naturally occurring reinforcement, in
which the trainer presents a stimulus for a social skill but provides the child access to
objects he/she is interested in their natural environment; and environmental arrangement,
in which the environment is modified to prompt the child in social interactions. Hwang



and Hughes (2000) noted that more information is needed on the optimal training
method.

Overall, there is some research support for Social Skills Training, but the details
of how to implement these procedures need to be better documented. In addition, children
who are at all levels of functioning on the autism spectrum should be included in the
studies to determine if the results are relevant to all children with ASDs.

Autism Specialty Clinics/Centers

Autism Specialty Clinics and Centers vary greatly with regards to the services that
they offer. Services can include, for example, parent training, behavior therapy, social
skills groups, and consultations in addition to assessment and diagnosis. Some clinics
may be affiliated with universities, in which case they also tend to combine ongoing
clinical research with their services. The only way to evaluate if a clinic or center is
supported by research is to determine if the individual services they offer have been
proven effective by research.

Diagnostic Services

In order for children with autism to receive the most help with their disorder, it is
important that ASD is diagnosed early on. Early diagnosis is dependent on the
identification of the early features of autism, and the use of screening questions by
primary care physicians and early childhood professionals is the best way to do this (Gray
& Tonge, 2005).

There are several instruments which are currently used to screen children with
autism (Gray & Tonge, 2005). The Checklist for Autism in Toddlers (CHAT) effectively
screens for autism or developmental delay in children and is meant to be given by the
primary care physician at the child’s 18 month checkup It includes a yes/no section which
is filled out by the physician and then the physician observes five behaviors or skills in
the children. Another instrument is the Developmental Behavior Checklist, which has
performed well as a screening tool for autism in children with developmental delays
(Gray & Tonge, 2005). To use this instrument, it must be already established that the
child has developmental delays. As such, it is not used to screen for autism in general
populations of children. A third instrument is the Social Communication Questionnaire,
which is a parent-report questionnaire used to screen for autistic symptoms. It can also
be used to differentiate between young children with autism and other ASDs or other
developmental delays, like mental retardation.

For autism diagnosis, evidence-based assessments suggest the use of clinical
interviews of the parent/caregiver and observations of the child (Ozonoff, Goodlin-Jones,
& Solomon, 2005). Two standardized assessment tools are currently considered the
“gold standard” for diagnosis of ASD. These are the Autism Diagnostic Interview -
Revised (ADI-R) and the Autism Diagnostic Observation Schedule (ADOS). In addition
to these, it is important to consider other psychiatric and medical conditions that may be
contributing to or complicating the diagnosis.

In order to efficiently diagnose children with ASD, a professional must be
knowledgeable of the signs/symptoms as well as objective instruments to use. Primary
Care Physicians, in particular, should know what signs to look for during the child’s early
check-ups so that autism can be identified as soon as possible.



Sensory and Auditory Integration
Sensory Integration

Sensory Integration Therapy is based on a theory by Dr. Jean Ayres, which said
that the ability to organize and integrate sensory information is what leads to successful
development of attention, language, motor abilities, and interpersonal relationships
(Mauer, 1999). The therapy focuses on the tactile system, which senses touch, pain,
temperature and pressure, the vestibular system, which is a structure in the inner ear
aiding with balance, and the proprioceptive system, which includes muscles, joints, and
tendons. Therapists who use Sensory Integration Therapy attempt to get functional
responses out of the children from different sensory experiences, which include vestibular
and somatosensory activities like swinging, deep pressure touch, and tactile stimulation
(Dawson & Watling, 2000).

In general, Sensory Integration Therapy has not been well validated by research
(Dawson & Watling, 2000). One study that included five boys with autism found that the
children made gains in goal-directed play and engagement, but found no improvement in
the frequency of interaction with others (Case-Smith & Bryan, 1999). No statistical tests
of significance were used in the study, and the authors explained that there was limited
external validity for their findings A recent review of various autism interventions listed
Sensory Integration Therapy as a promising practice, meaning that its methods showed
“efficacy and utility with individuals with ASD,” but the only study cited for this claim
was the study described above by Case-Smith & Bryan (Simpson, 2005, page 145.) As
such, more research is needed to demonstrate if Sensory Integration Therapy is effective
in treating children with autism, and currently the evidence is limited.

Auditory Integration Therapy

Auditory Integration Therapy (AIT) was developed by Dr. Guy Berard and Dr.
Alfred Tomatis and involves listening to electronically modified music through head-
phones (Dawson & Watling, 2000). The idea behind this therapy is that the filters in the
electronically modified music will dampen the peak frequencies to which the individuals
are hypersensitive. It is also believed that through listening to these sequences, attention
and focus will increase as well. However, most of these beliefs are not consistent with
current knowledge about the auditory system (Tharpe, 1999).

Auditory Integration Therapy has not been found to be effective in treating
children with autism (Dawson & Watling, 2000; Madell, 1999). A meta-analysis of
studies on the therapy revealed if studies did claim that the therapy improved behavior,
they had extremely small sample sizes and no control groups (Dawson & Watling, 2000).
For AIT, the one study that did include a large sample and a control group found equal
gains in both the experimental and control group, which means the improvements are not
specific to the training (Goldstein, 2003). As such, no well conducted research studies
have shown that AIT helps children with autism.

Occupational Therapy

Occupational Therapy is used to evaluate children to see if they are at the
appropriate age level for tasks such as play skills or dressing themselves. One of the main
goals is to aid children to function better in performing everyday tasks. Interventions that



an Occupational Therapist could use include developmental activities, sensory integration
techniques and other play activities which are aimed at improving coping skills, fine
motor skills, self-help skills, and socialization.

There has not been much research on whether or not Occupational Therapy is
helpful for treating children with autism. One group of researchers did an extensive
search of professional literature and found that since 1967, there have only been six data-
based studies that were related to occupational therapy and autism (Watling, Deitz,
Kanny, & McLaughlin, 1999). Of these studies, none described the evaluation process,
intervention techniques, or the nature of the occupational therapy service used for the
children. Clearly more studies which are better in quality are needed to assess whether or
not this service is helpful for children with autism.

Family Services (Family Counseling, Parent Support Group, Sibling Support
Groups, Parent Advocacy Groups, or Parent Training)

There are many different types of services for the entire family who live with a
child with autism. One such service is family counseling, which could be used to deal
with overall stress levels that could occur from living with a child with autism. Two other
important services are parent and sibling support groups, which could give members of
the family an outlet to discuss their difficulties and also connect them with people who
are in the same situation as they are. Parent advocacy groups are a family service that
could be used to raise awareness about ASD, to lobby for more funding for the education
of children with autism, or to try to raise money for research about ASD.

Another family service is parent training. One way to deal with the problem of
lack of services for children with autism is to train parents to change their children’s
behavior. Parents have successfully learned techniques to reduce problem behaviors, to
respond contingently to appropriate behavior, to improve both nonverbal and verbal
communication skills, and to increase appropriate play skills (Symon, 2005). Parents
have also successfully learned Pivotal Response Training techniques described above and
have been able to generalize these skills to other conditions in their home.

Although parent education has consistently been documented to have positive
effects on targeted behaviors, little research exists on how to most effectively teach
parents these skills (Brookman-Frazee, 2004). Because parent training is an efficient and
effective way to provide needed services, it is important that professionals or centers be
available to train the parents and provide ongoing consultation.

Web-Based Resource Network of Local Autism Resources

A web-based network of local autism resources could include any of the services
listed on this survey, as well as others that were inadvertently excluded (e.g., TEACCH).
Such information is extremely valuable to help families identify the services which are
available in their local areas. It would also be beneficial if the website included links to
related articles and the latest research recommendations. Since we found that the
majority of survey respondents obtained additional information about ASD from the
internet and media, this would likely be a highly utilized service.

Educator’s Training



With the passage of the No Child Left Behind Act, there has been an increased
expectation that no teacher should be allowed to teach who is not “highly qualified.”
However, due to the shortage of special education teachers, 9% of special education
teachers nation wide are currently teaching without their full certification (Scheuermann,
Webber, Boutot, & Goodwin, 2003). There is also debate about what makes a teacher
highly qualified, because a teacher could meet the state qualifications for teaching special
education but never have had experience with children with autism. Relatively few
teachers are aware of the most effective teaching strategies for children with autism
(Scheuermann, Webber, Boutot, & Goodwin, 2003).

One proposed solution to this problem is to have in-service training for special
education teachers. However, the training should be longer than one to two days and
should include comprehensive models of how to implement the strategies (Scheuermann,
Webber, Boutot, & Goodwin, 2003). Current programs that provide intensive in-service
training include the Treatment and Education of Autistic and Related Communication
Handicapped Children (TEACCH) and the UCLA Young Autism Model program. The
TEACCH program, for example, has a week long training program that includes
examples of how to implement the training in the classroom, which is more effective than
sending teachers to hear a speaker that does not relate the strategies back to the
classroom.

Other proposed solutions include having more classes at the university level about
ASD and preparing paraprofessionals as well as teachers. The latter point is important
because paraprofessionals may actually have more direct contact and interaction with the
children. Especially in areas like Montgomery County where there is a full-inclusion
model in schools, appropriate and effective training of paraprofessionals is vital.
Teachers should also be taught to distinguish whether interventions are supported by
research and emphasize those that are evidence-based, such as the use of PRT in the
classroom.

It has also been shown that teachers with a high commitment score to theoretical
models such as TEACCH or ABA have a higher level of personal efficacy and lower
levels of burnout (Jennet, Harris, & Mesibov, 2003). If more teachers had better training
on how to teach children with ASD, they would feel more effective and would probably
be less likely to leave their jobs due to burnout.

Summer Camps

There are a variety of summer camp programs available for children with autism.
Some are specialized for children with disabilities and others are regular camps that
include children with disabilities. Two important aspects in choosing a summer camp for
a child with autism is to make sure that the staff are well trained and that the camp will be
able to accommodate the needs of the child.

An example of an overnight camp which is specifically for children and adults
with autism is Camp Royall in Moncure, North Carolina. The camp is run by the Autism
Society of North Carolina and all staff members participate in an intensive week-long
training on ASD. The training includes listening to speakers from TEACCH, learning
about behavioral interventions including ABA, and training with a professional who is
experienced in working with children with autism.



We were unable to locate research about the effectiveness of summer camps in
dealing with problem behaviors related to autism. Such research would be very helpful.
In the meantime, the camps could provide a good opportunity for children with autism to
interact with other kids. If the staff members are well trained in evidence-based
interventions, then the summer camp could be a strong positive experience for children
with autism.



SUMMARY AND CONCLUSIONS

Demographic Information of Respondents

The current sample of 146 respondents consisted primarily of mothers (75%) of
individuals with ASDs. The majority were Caucasian/European American (89%), with a
college degree or above (59%), and a household income of $40,000 and above (67%).
Most lived in Virginia (79%) and in their current county (65%) for over a decade, with
approximately a third of the sample currently residing in Montgomery County (29%).
With the exception of Campbell (11%), the remaining counties were fairly evenly
distributed between 2-6%.

Characteristics of the Child
Age and Gender

On the average, the children reported in this survey were 10 years old and
completed the 3™ grade. Ages ranged from 2-40 years old, but the most frequent reports
were for children who were 5 years old and in preschool. The majority of children were
boys (83%), with a ratio of approximately 5:1.

Diagnosis
The majority of children reported in this study have a diagnosis of

Autism/Autistic Disorder. The average age at the time of diagnosis was 4 years, 9
months, but the most frequent age of diagnosis was 3 years old. Most of the children
with ASD were reported to also have co-occurring diagnoses (88%), most commonly
problems with anxiety, attention/hyperactivity, and digestion. A small percentage (9%)
of the children with ASD also had younger siblings on the autistic spectrum (when more
than one ASD diagnosis in the family, parents were prompted to complete the survey
only in reference to the oldest child), but the majority (88%) did not. Siblings with ASD
were most likely diagnosed with Asperger’s Disorder.

General Information on Initial Professional Services

Most of the children (43%) reported in this survey were first diagnosed by a
developmental pediatrician. Many (41-45%) of the professionals who made the diagnosis
provided additional information about autism and available resources and spent some
time discussing autism with the family. However, 18% provided no additional
information beyond the diagnosis. Parents most often turned to the media (71-73%;
internet, books, videos, etc.), conferences/workshops (42%), or other parents (42%) for
additional information about ASD. Only 15-20% of parents reported obtaining this
information from local healthcare, educational, or early intervention professionals. Most
parents (59%) did report belonging to a parent support or advocacy group, which speaks
to the importance of parents helping parents. The relatively low percentages of
information reportedly received from professionals, however, suggest that this avenue of
support and information can be strengthened.

Needs Assessment



The participants were presented with a list of services and were first asked if they
had used the service. Next, they were asked to rate the current availability, general
quality, and need/importance for the service to be offered within 30-40 miles of their
home. They were asked to rate these qualities on a scale of 1 to 5, with 1 = very low, 2 =
low, 3 = moderate, 4 = high, and 5 = very high.

The five services that most participants were currently using or had used in the
past were Occupational Therapy (86%), Speech Language Therapy (85%), Family
Services (71%), Web-Based Resource Network for Local Autism Resources (71%), and
Diagnostic Services (70%). Thus, there are some services available that are used by a
high percentage of the participants.

The five services rated as having the lowest availability (rating of 1-2) were
Autism Specialty Clinics/Centers (46%), Behavioral Treatment (42%), Social Skills
Training (38%), Respite Care (34%), and Diagnostic Services (31%). Although many
other services were rated as having high availability, these data demonstrate that in some
areas of Virginia certain services are not readily available.

The five services most participants rated as high need or importance (as a rating
of 3-5) were Speech Language Therapy (79%), Occupational Therapy (79%), Family
Services (77%), Web-Based Resource Network of Local Autism Resources (74%), and
Behavioral Therapy (71%). Of these, only Behavioral Therapy was also rated as low in
availability. This demonstrates that there are many services that families with a child with
autism believe are needed and important to have in Virginia. Importantly, many of these
services are indeed being provided and used by families. One exception, however, is the
low availability and use of behavioral interventions.

The five services most often rated as having the lowest quality (rating of 1-2)
were Occupational Therapy (23%), Behavioral Treatment (22%), Speech Language
Therapy (22%), Early Intervention Services for Ages 0-3 Years (20%), and Diagnostic
Services (20%). These data demonstrate that, even when services are available to
families, a large minority of users do not necessarily perceive the services to be of high-
quality. In addition, many respondents marked “Don’t Know” for the availability, quality,
and need of the services, which could suggest that the service is not readily available in
their area and therefore they do not have knowledge about it.

Services Rated as Both High Need/Importance and Low Availability

The following table reflects the top five services that were rated as both high in
need/importance and low in availability in the respondents’ local areas. Some services
were rated as high in need/importance (rating of 3-5) but were also perceived as being
readily available to the participants, so they were not included here.

Service

Number of Participants that

Number of Participants that

Rated as High Need (3-5)

Rated as Low Availability (1-2)

1. Behavioral Treatment

103 (71%)

62 (42%)

2. Social Skills Training 103 (70%) 55 (38%)
3. Autism Specialty Clinics 97 (67%) 68 (46%)
4. Diagnostic Services 96 (66%) 45 (31%)
5. Sensory or Auditory 90 (61%) 42 (29%)

Integration




Behavioral Treatments

Behavioral treatments are based on the idea that behaviors that are reinforced will
increase in frequency and behaviors that are punished or ignored will decrease in
frequency. Both Applied Behavioral Analysis (ABA) and Pivotal Response Training
(PRT) are behavioral therapies that have strong empirical supported for treating children
with autism. Both of the therapies should be started early on in the child’s life (before age
5).

Social Skills Training

Children with ASD have a pervasive deficit in socialization, and Social Skills
Training procedures attempt to teach them these social skills that they lack. Research has
demonstrated that Social Skills Training can positively change problem behaviors of
children with ASD, but there needs to be more detailed accounts of how to implement the
procedures.

Autism Specialty Clinics/Centers

Autism Specialty Clinics and Centers vary in which services they offer, but could
include parent training, social skills groups, and behavior therapy in addition to
assessment and diagnosis. The only way to evaluate if a clinic or center is supported by
research is to see if the individual service being offered is supported by research.

Diagnostic Services

It is critical that a child with ASD be diagnosed as early as possible in their life.
Several screening instruments for autism that have been shown to be effective are the
Checklist for Autism in Toddlers (CHAT), the Developmental Behavior Checklist, and
the Social Communication Questionnaire. To diagnose children with ASD, there should
be clinical interviews with the parent or caregiver and observation of the child. The two
assessment tools that are used to effectively diagnose children with autism are the Autism
Diagnostic Interview- Revised (ADI-R) and the Autism Diagnostic Observation Schedule
(ADOS). Other medical or psychiatric conditions should also be considered in the
diagnosis of the child.

Sensory and Auditory Integration Training

Therapists who use Sensory Integration Therapy attempt to get functional
responses from children through the use of different sensory activities. Auditory
Integration Therapy is thought to make children with autism less sensitive to certain peak
frequencies of sound by listening to electronically modified music. The use of these
therapies for children with autism lacks empirical support, and so they are not currently
recommended.

Conclusions

Overall, the data from this Needs Assessment Survey show that parents of
children with autism in Virginia perceive that many services are of high need and yet
have low availability in their local areas. Although parents rated many of these services
as high need, not all of them are supported by current research. In general, more high



quality studies need to be conducted to determine which services are most beneficial in
the treatment of individuals with ASD.

Based upon the findings from this survey and available treatment-outcome
research, we recommend the following services be increased in Virginia for individuals
with ASDs and their families: Behavioral Therapies such as Applied Behavior Analysis
and Pivotal Response Treatment, Social Skills Training, Autism Specialty Clinics or
Centers, and Diagnostic Services. An ideal scenario would be a specialty clinic that
incorporated evidence-based diagnostic services as well as behavioral and social skills
intervention programs. Moreover, certain services are currently used and available in
Virginia and should be continued. Most notably, these include Speech Language
Therapy, Web-Based Resource Networks of local autism services, and Family Services
such as family/sibling counseling and support groups.

Some services, even when available, were nonetheless listed as low quality by a
large minority of the respondents. These included Behavior Therapy, Speech Language
Therapy, Occupational Therapy, Early Intervention (0-3 years), and Diagnostic Services.
In order to address this concern, we recommend that agencies carefully review the
services they provide, regularly collect data on client progress, and survey parents on
their satisfaction with the services provided. We also recommend that agencies rely
primarily on evidence-based services that are most likely to be effective.

Lastly, a concern raised by this report is that only 15-20% of parents reported
obtaining information about autism and available resources from local healthcare,
educational, or early intervention professionals. Most turn to the internet, media, and
other parents for additional information. This leads to two recommendations. One is that
frontline professionals (such as pediatricians and special educators) be provided with
appropriate information about ASD and the related services that are both available and
recommended in their local area, and discuss this information with their patients and
families. Secondly, there is a wealth of information related to ASDs in the media (i.e.,
internet, books, TV, etc.) and obtained from other parents. This information can be quite
helpful and supportive, yet can also be overwhelming and confusing. All professionals in
the field need to make a concerted effort to monitor the information parents are receiving
from such indirect sources, and clarify information that may be misleading or incorrect.
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APPENDIX: NEEDS ASSESSMENT SURVEY
General Information About the Parent

1. What relation are you to the child?
____Mother
___Father
_ Step Mother
_ Step Father
____Adoptive Mother
____Adoptive Father
_ Legal Guardian
_ Other Relative (please specify )

2. What is your race/ethnicity? (optional)
____African American
____Asian/Pacific Islander
____Native Hawaiian
_ Caucasian/European American
____Native American
_ Latino, Hispanic, or Chicano
__ Other (please specify )

3. What is your highest level of completed education? (optional)
_ Some High School
__High School graduate
_ Some college
_ College degree
_ Some graduate studies
_ Graduate degree

4. Which of the following is closest to your annual household income? (optional)
_ Under $20,000
~$20,000 - $39,999
_$40,000 - $59,999
_%$60,000 — $79,999
~$80,000 - $99,999
____$100,000 and above

5. How long have you lived in the New River Valley area (including Montgomery,
Giles, Floyd and Pulaski Counties and city of Radford)?
_years
____months
Please list all the counties where you have resided in the NRV:

6. In what county do you currently reside?




General Information About Child

7. How old is your child?
years
months

8. What is your child’s gender?
____Male
____Female

9. What level of education has your child completed?
____None
____Preschool
____Kindergarten
_ Elementary School (specify highest grade completed )
_Middle School (specify highest grade completed )
_High School (specify highest grade completed )
_ College
_ Graduate School
____Home schooling (specify highest grade completed )

General Information on Diagnosis and Professional Services

10. What is your child’s current diagnosis?
____Autism Disorder
____Asperger’s Disorder
__ Childhood Disintegrative Disorder
__ Rett’s Syndrome
_ Pervasive Developmental Disorder — Not Otherwise Specified (PDD-NOS)
___ Other (please specify )

11. How old was your child when he/she got the diagnosis?
_years
____months

12. Have any of the child’s siblings been diagnosed with Autism Spectrum Disorder?
____yes (if yes, please specify which disorder: )
no




13. Does your child have other symptoms or diagnoses? (check all that apply)
____Anxiety Disorder
____Attention Deficit Hyperactive Disorder (ADHD)
_ Obsessive Compulsive Disorder
_ Central Auditory Processing Disorder
____ Depression
_ Schizophrenia
____Hearing Impairment
____Vision Impairment
___ ‘Tunnel Vision Syndrome’ (peripheral vision, vision perception impairment)
____Mental Retardation

_ Seizures

____Dietary allergies (please specify )
____Digestive Problems (constipation, diarrhea, bloating, or abdominal pain)
____None

__ Other (please specify )

14. What type of professional diagnosed your child with Autism Spectrum Disorder?
____Developmental Pediatrician
____Psychologist
____Neurologist
_ Primary Care Physician
____ Psychiatrist
___ Other (please specify )

15. What did that professional do after diagnosing your child? Check all that apply.
____Provided no additional information
_ Gave you information about available resources
_ Gave you literature on Autism
_ Spent time talking with you about Autism
____Referred you to an Autism specialist
____Referred you to a support group
____Advised on educational programs
____Advised on medical problems
___ Other (please specify )




16. When you first received the diagnosis, who/what helped you to learn about Autism
Spectrum Disorder?
____Healthcare Professionals
____Education Professionals
_ Parent Resource Centers
____Parents of children with Autism
____Family member
___ Friends
__ Support Groups
____Advocacy groups
___ Internet
____Books, Magazines, and Videotapes
_ Conferences and Workshops
____ I did not seek further information
___ Other (please specify )

17. Are you a member of a support group or advocacy group for parents?
____Yes, autism specific
____Yes, not autism specific
____Yes, both autism specific and not autism specific
____No, but was a member in the past
____No, have never been a member
____No, but I want to belong to a group.

18. Have you ever moved to another school district to get better services for your child?

__yes
no



Current Symptoms Displayed by Child

Please check the symptoms currently exhibited by your child: (check all that apply)

____Doesn’t respond when called ____ Thrush (white tongue yeast
_ Self-injurious behaviors infection)
____Destructive behaviors ____Itchy penis/perineum/all
____Receptive language delay ___ Losing weight
_ Expressive language delay _ Gaining weight
____No verbal language ____Fixation on objects or topics
____Apraxia (oral motor, articulation

problems) _Unusual cravings for certain
____Absent or limited gestures foods (please specify:
_ Cognitive delay )
_ Strong visual learner ____Has known food sensitivity
___ Strong auditory learner (please specity:
_ Gross motor delay )
__ Fine motor delay _ Sustained odd play
_ Undersensitive to pain ____Echolalia (repeats the same
_ Opversensitive to pain phrase over and over)
_ Undersensitive to sound ____Does not require long sleep
_ Opversensitive to sound ____Requires longer than average
____Aggressive to others sleep
____Has trouble joining a group ____Does not stay asleep
___ Happier left alone _ Wakes up at night and does not
___ Frustrated go back to sleep
_ Gets angry easily ____Takes a long nap daily
_ Cries excessively ____ Tantrums
____Hums frequently ____ Anxiety
___ Insists on sameness ____ Depression
____Agitated when routine is ____Hand flapping

disrupted ____Toe walking
__ Insists on precision _ Spinning Self
____Poor eye contact ____Likes to watch object spin
_ Stomach pain _ Rhythmic or rocking behaviors
_ Constipation __ Other types of self-stimulatory
____Diarrhea behavior (please specify:

____Eczema )




Thisisalist of general servicesthat could be available for children with Autism Spetrum
Disorder.

Of these services, place a checkmark in the corresponding columm for those you currently use or
hawe used.

Then, whether or not you have used these services, please rate your opinion of thefollowing:

1. Firgt, please rate your opinion of the degree to which these services are currently available in
the New River Valley (induding the counies of Montgonery, Floyd, Giles, andPulaski, andthe
city of Radford).

2. Second, please rate your opinion of the general quality of those services. If notavailablein
theNRV, circle N/A.

3. Third, please rate your opinion of the need/importance for these servicesto be offered in the

NRV.
Circlethenunmber that best reflects your opinion, usng thefollowing scale.
Very Low  Low Moderate High Very High
1 2 3 4 5
USING | USED IN
PAST AVAILABILITY QUALITY NEED

BEHAVIORAL
TREATMENT (such as
Applied Behavior Analysis,
Pivotal Response Training,
Discrete Trial Training, or
Positive Behavior Supports) 2 3 4 5 |1 2 3 4 5NA 3
SOCIAL SKILLS
TRAINING 2 3 4 5 |1 2 3 4 5NA 3
SPEECH-LANGUAGE
THERAPY 2 3 4 5 |1 2 3 4 5NA 3
EARLY INTERVENTION
(0-3 YEARS) 2 3 4 5 |1 2 3 4 5NA 3
OCCUPATIONAL
THERAPY 2 3 4 5 |1 2 3 4 5NA 3
PLAY THERAPY 2 3 4 5|1 2 3 4 5NA 3
FLOORTIME/GREENSPAN 2 3 4 5|1 2 3 4 5NA 3
MUSIC, DANCE, OR 2 3 4 5|1 2 3 4 5NA 3
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SENSORY INTEGRATION

THERAPY 1 2 3 4 3 4 N/A 3
PHYSICAL THERAPY 1 2 3 4 3 4 N/A 3
VOCATIONAL TRAINING 1 2 3 4 3 4 N/A 3
USING | USED IN

PAST AVAILABILITY QUALITY NEED
SOCIAL SKILLS
TRAINING 1 2 3 4 3 4 N/A 3
ANIMAL THERAPY 1 2 3 4 3 4 N/A 3
DIETARY
INTERVENTIONS (such as
Casein-free/Gluten-free
diets, Fatty acids, Feingold
diet, Alkaline shots,
Magnesium, or Vitamin
supplements) 1 2 3 4 3 4 N/A 3
RESPITE CARE 1 2 3 4 3 4 N/A 3
FAMILY SERVICES (such
as Family Counseling,
Parent Support Group,
Sibling Support Group,
Parent Advocacy Group, or
Parent Training) 1 2 3 4 3 4 N/A 3
AUTISM SPECIALTY
CLINICS/CENTERS 1 2 3 4 3 4 N/A 3
MEDICATIONS (such as
SSRIs, stimulants, or
antipsychotics) 1 2 3 4 3 4 N/A 3
DIAGNOSTIC SERVICES 1 2 3 4 3 4 N/A 3
EDUCATOR'S TRAINING 1 2 3 4 3 4 N/A 3
WEB-BASED RESOURCE
NETWORK 1 2 3 4 3 4 N/A 3
SPECIAL NEEDS CAMPS 1 2 3 4 3 4 N/A 3
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IN THE SPACE BELOW, PLEASE LIST THE MOST NEEDED SERVICES RELATED TO AUTISM
SPECTRUM DISORDER IN THE NRV. YOU MAY CHOOSE FROM THE ABOVE LIST AS WELL AS
ADD OTHERS THAT ARE NOT LISTED:

-Please return this survey in theendosed pre-addressed stamped envelope.

-If youwould like usto send you a sunmary of thefindings please print your nanme andaddress
ontheendosed pre-addressed stanped podcard and mail it in separately fromthis survey.
-Thank you for completing this survey. Your responses will be extremely helpful in guiding
appropriate services for affected people in the NRV.



