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EXECUTIVE SUMMARY
INTRODUCTION
The occurrence of Autism Spectrum Disorder (ASD) is on the rise. The most recent CDC estimate
is that approximately 1 in 59 children are identified with an autism spectrum disorder (ASD).
This equates to an approximate 152% increase in the prevalence of ASD since 2002 when the
estimated rate was 1 in 150 (Baio J., 2014).
Autism spectrum disorder (ASD) is a developmental disability that is caused by differences in
how the brain functions. People with ASD may communicate, interact, behave, and learn in
different ways. The term “spectrum” in ASD means that each person can be affected in
distinctive manners and symptoms can range from mild to severe (American Psychiatric
Association, 2013).
Families, advocates, and providers in McHenry County would like to improve the availability of
services and supports for children and adults with ASD and their family members in their
community, providing a more complete continuum of care. However, given that the service
needs for individuals with ASD and their families vary widely along with the distributed nature of
many of these services and supports throughout the community, it can be difficult to clearly
ascertain what services are available, what services are needed, and how to pay for these
services.
To better understand the ASD related service landscape in the community, the McHenry County
Mental Health Board (MHB) decided to review the availability of services and to determine
opportunities for improvement within these services. It should be noted that insights resulting
from this assessment may benefit other individuals with developmental disabilities within
McHenry County as the services and supports are similar.

STUDY OBJECTIVES
The McHenry Country Mental Health Board commissioned an Autism Spectrum Needs
Assessment to assist in prioritizing funding requests. The purpose of the needs assessment is to:
•
•
•

Provide a current list of ASD services available in McHenry County.
Provide a list of ASD service opportunities in McHenry County to enhance the full
continuum of care.
Identify opportunities to increase access to Applied Behavior Analysis (ABA) therapy to
the residents of McHenry County.

5
Revised – 6/11/18

SURVEY SUMMARY
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KEY FINDINGS
Through the process of interviewing key informants, reviewing data, and analyzing the online
survey data, the author identified the following:
•
•

The ASD Service Inventory for McHenry County – See Appendix B
High Priority Service Needs - Consideration Highlights are drawn from informant
interviews and available research, and are meant to provide examples of possible
solutions.

High Priority Service Needs /
Estimated Population

Consideration Highlights

Social Skills Training
260 – 365+ Individuals

•

Sponsor a Social Thinking class for providers,
families, and schools in the community to
incorporate communication strategies for
individuals into various activities such as school,
therapy, and social opportunities.

Behavioral Interventions
200 – 285+ Individuals

•

Work with an ABA agency to open an office in
McHenry and utilize a sliding scale to benefit the
uninsured or under-insured.
Sponsor ABA related classes for parents, schools
and community.
Work with specialists to develop ABA treatment
options for small groups.

•
•
Recreational & Social Opportunities
130 – 185+ Individuals

•
•

Increase the frequency of youth and adult
support groups.
Expand current Recreation Series to showcase
local opportunities to families such as Tae Kwon
Do.

Summer Camp / Respite
Summer Camp: 140 – 190+ individuals
Respite: 95 – 130+ individuals

•

Continue to support and expand the existing
respite programs available to families through
O&A, Pioneer, and Clearbrook as well as support
Summer Camp through NISRA.

Parent Supports Including Resources
to Plan for the Future
140 – 190+ Families

•

Add service coordinators to O&A’s Autism
Support Program (ASP) allowing O&A to provide
more effective support for the family by being
proactive and less reactive.

Transition Planning
80 – 95+ Individuals

•

Support ongoing communication between
service coordination, adult day program
providers (Pioneer and Clearbrook), schools and
parents to provide information for planning
9
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High Priority Service Needs /
Estimated Population

Consideration Highlights
early in the process.

Vocational Training / Supported
Employment / Adult Day Programs
100 – 105+ Individuals

•

Sponsor a series of classes similar to the Lake
County Center for Independence for teaching
job skills and how to find jobs.

Mental Health Counseling for Adults
20 – 30+ Individuals
(Likely a low estimate)

•

Sponsor additional classes to providers, parents,
and teachers in the community such as Autism
101 and Why Try? and expand offerings to
include Social Thinking and Zones of
Regulation.

Further Service Considerations:
Although not directly addressed in the survey, it may be worth considering establishing an
Autism Resource Center in McHenry County that can facilitate many of the identified service
needs listed above. An Autism Resource Center such as Little Friends in Naperville or the Autism
Resource Center at Amita Health (Alexian Brothers) in Hoffman Estates would be a logical home
to a much needed ABA provider and ABA educational resource. An Autism Resource Center
could also provide diagnostic services to the community who often travel outside of McHenry
for these services. Options & Advocacy, already well situated with their Autism Support Program
as a provider of many of the existing services, may be in a good position to expand their current
services or to partner with another organization to bring in these necessary services to the
county.
Next Step:
While this assessment does give some insight into the future needs of the ASD community (i.e.,
there is a need for more adult programing), this assessment was not intended to be a long-term
planning device for autism services in the community. Therefore, the next step may be to open
the survey to a wider audience and revise the questions to include a longer time horizon to be
able to plan appropriately for long-term future needs.
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METHODOLOGY
The author employed a methodology consisting of key informant interviews, data review, and
distribution and analysis of an online survey to gather the perspective of families of individuals
with ASD.

POPULATION ADDRESSED
The intent of the assessment is to evaluate the needs of children and adults with ASD in
McHenry County. It became clear, through the interview process and research, that it is difficult
to categorize individuals with ASD since each person and family is affected in different ways. As
the saying goes “if you met one person with autism, you have met one person with autism.”
(Stephen Shore). If appropriate, the author did make note if a service was targeted to a specific
segment of the ASD population such as those needing less support or those needing more
support.

KEY INFORMANT INTERVIEWS
The study author met with representatives of the following organizations for a one-hour
interview.
•
•
•
•
•
•
•
•
•
•

Alexander Leigh Center for Autism
Association for Individual Development (AID)
Clearbrook
McHenry County School Districts
Northern Illinois Center for Autism (NICA)
Northern Illinois Special Recreation Association (NISRA)
Options & Advocacy (O&A)
Pioneer Center
Rosecrance
Special Education District of McHenry (SEDOM)

The Executive Director of the MHB selected the organizations to provide a sampling of ASD
children and adult service providers, mental health providers, ASD support groups, and the
school system. The interviews focused on the services the organizations provide to the ASD
community, the strengths of the ASD services provided in McHenry County, and what services
are missing in the community. The interviewee list can be found in Appendix A.
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REVIEW OF ASD POPULATION DATA
Key informants provided data on the number of individuals served by their agencies where
possible. This data is included in the McHenry County ASD Service Inventory in Appendix B.
Options & Advocacy provided the most complete data set of individuals with ASD in the
community because of their Autism Support Program. Also, the agency serves as a Community
Access Coordinator (CAC), determining eligibility for state and local services including day
programs, residential programs, and other community supports.
Since the O&A data delivers a thorough snapshot of the ASD community, this assessment will
use the O&A numbers as the basis for estimating a population for service needs.
The study author reviewed the Illinois State Report Cards to ascertain the number of individuals
with an autism eligibility, individual education plan (IEP) within each school district (ages 3-21)
within McHenry County. This data offers a general estimate of the number of children (3-13) and
teenagers (15-21) with ASD in the school system. However, it should be noted that an
educational eligibility for autism is not the same as a medical diagnosis for autism. It is
understood that there is great overlap between the two; but, in counting only the educational
eligibility resulting in an IEP, there may be some individuals with ASD that are not counted using
this method.

REVIEW OF ASD SERVICE FUNDING OPTIONS
The author reviewed the available means for funding ASD-related services in Illinois from private
insurance, Medicaid, and Medicaid Home and Community-Based Service (HCBS) Waivers.

ONLINE SURVEY
The study author and the Executive Director (ED) of MHB determined that that the assessment
would benefit from direct input from individuals and families living with ASD every day. To
gather a sample of data, the scope of the project was amended to include the online survey.
Due to the time constraints (the goal of the needs assessment is to provide information to
potential providers for the next fiscal year by June 2018), the author and ED decided to send the
survey only to Options & Advocacy clients since the population was well defined and emails
were readily available.
The study author researched similar online surveys and found one being used in Indiana,
developed by HANDS in Autism® at the Indiana University School of Medicine. This survey
provided the basis for the McHenry online survey. The author created the survey on
SurveyMonkey. See Appendix C for the survey questions. With the assistance of Option &
Advocacy, the survey was simplified and tailored for the McHenry population. In addition,
12
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Options & Advocacy translated the survey into Spanish and sent copies to their Spanish speaking
population via traditional mail. The online survey was emailed to O&A clients on April 12th, 2018
and left opened until May 18th, 2018 to capture feedback from individuals who attend the
support groups but are not official clients of O&A’s Autism Support Program (ASP).
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FINDINGS
ASD SERVICE INVENTORY FOR MCHENRY COUNTY
Appendix B contains the ASD Service Inventory for McHenry County. Broadly, the inventory
identifies autism spectrum services in the following categories:
•
•
•
•
•
•

Early Intervention
Screening
Screening & Assessment
Diagnosis
Case Coordination
Education
Transition Programs

•
•
•
•
•

Mental Health
Behavioral Supports
Home Based Services
Adult Development
Training / Day Programs
Family Supports

•
•
•
•
•

Educational Advocacy
Respite
Recreational & Social
Community Outreach &
Education
Residential

For each category, the inventory identifies local providers, age range for services, eligibility,
payer source, and estimated service population if known. Note: The inventory concentrates
primarily on the providers for the uninsured and under-insured or low income in McHenry
County. For example, in some categories (i.e., Diagnosis), there may be additional providers in
the area that do accept private insurance or private pay.
The Service Inventory demonstrates that there are many services offered in McHenry, but these
services are distributed across a variety of providers and navigating can be difficult for families
to manage. However, Options & Advocacy’s Autism Support Program (ASP) provides a robust
foundation of services from Case Coordination, Family Supports, Educational Advocacy, Respite,
Recreational and Social, and Community Outreach and Education, as well as acts as a referral
source for many of the other identified services.

STATE OF FUNDING FOR ASD RELATED SERVICES IN ILLINOIS
Determining how to pay for autism related services can be quite daunting, especially for the
under-insured or uninsured. Below is a brief description of what is covered by private insurance,
Medicaid, and the Medicaid Home and Community-Based Waiver funding:
•

Private Insurance
In December 2008, “Brianna’s Law,” was passed in Illinois. The law requires health
insurance to cover services related to ASD including the diagnosis and treatment of
autism for individuals under the age of 21. Covered therapies include all medically
necessary services that help reduce the effects of an illness or improve functionality for
daily activities, including psychiatric care, psychological care, rehabilitative care,
14
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therapeutic care (speech, occupational, and physical therapy), pharmacy care, and
applied behavior analysis (ABA) therapy (L&M Policy Research, LLC). Unfortunately,
there are many gaps in the law. This law does not apply to
!
!
!

Self-insured, non-public employers.
Self-insured health and welfare plans, such as union plans.
Insurance policies or trusts issued in other states.

For example, family members of employees of a company like Wal-Mart, where the
insurance is issued in another state not requiring ABA therapy, cannot access ABA
therapy in Illinois.
Blue Cross Blue Shield PPO is generally considered the gold standard of insurance for
ABA services in Illinois. An ASD medical diagnosis of autism is required to receive
insurance coverage for any of these therapies.
•

Medicaid Managed-Care in Illinois
Medicaid does pay for ASD related services and approximately 50% of states require
their Medicaid programs to cover ABA therapy. However, Illinois does not require ABA
therapy. Medicaid managed-care organizations contracting with the state of Illinois are
free to do so but currently none in McHenry provide this benefit. In addition, Medicaid
will not take ASD as a primary diagnosis when providing mental health related services.
Individuals with ASD who need mental health support require a primary mental health
diagnosis to receive services paid for by Medicaid.

•

Home and Community-Based Service (HCBS) Waiver Programs
In Illinois, three waivers are pertinent to individuals with ASD:
!

!

!

The Illinois Support Waiver for Children and Young Adults with developmental
disabilities (DD) provides home-based services for children aged 3–21 with
autism, developmental disabilities, and/or intellectual disabilities.
In addition, children aged 3–21 with autism, developmental disabilities, and/or
intellectual disabilities may be eligible for the Illinois Residential Waiver for
Children and Young Adults with DD.
The Illinois Waiver for Adults with DD provides home-based services to
individuals 18 and older.

Behavioral intervention and treatment is one of the many services and supports that
can be covered with the HCBS Waiver funding in addition to other services such as
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adaptive equipment, vehicle modification, training and counseling for unpaid caregivers,
and so on (L&M Policy Research, LLC).
Unfortunately, in Illinois, there is a large waitlist (approximately 19,000 in the state) for
these services. In order to be eligible for funding, an individual must be on the
Prioritization of Urgent Needs (PUNS) list. Only a handful of individuals are pulled each
year in McHenry County to receive these waivers. Typically, those individuals with ASD
eligible for funding require more supports and services and have an IQ of 70 or below.
This criterion prevents individuals requiring less support (i.e., individuals with
Asperger’s) from accessing this funding source.

CURRENT ASD POPULATION
ESTIMATED POPULATION
By combining the number of children and adults in the Autism Support Program (ASP) at Options
& Advocacy plus those in the Community Access Coordination (CAC) Program with ASD, one can
estimate that O&A is reaching about 416 individuals in McHenry County with ASD.

Figure 1 – O&A ASD Population
Ages

Autism Support
Program

CAC / Waiver

CAC / NonWaiver

Total

3-10

123

1

4

128

11-14

91

3

8

102

15-22

76

11

50

137

22-30

8

16

20

44

Over 31

1

2

2

5

Total

299

33

84

416

CAC/Waiver – Individuals with ASD who are clients of Community Access Coordination (but not
part of the Autism Support Program) and receive the Illinois Support Waiver for Children and
Young Adults with Developmental Disabilities (DD) or the Illinois Waiver for Adults with DD.
CAC/Non-Waiver – Individuals with ASD who are clients of Community Access Coordination (but
not part of Autism Support Program) and do not receive an Illinois Support Waiver for Children
and Young Adults with DD or the Illinois Waiver for Adults with DD but are on the PUNS waitlist.
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Figure 2 – Estimated Individuals with ASD in the School Districts within McHenry County
Ages

O&A Clients

ISBE Total

3-14

230

360

15-22

137

206

TOTAL

367

566

The ISBE data is estimated from the Special Education Data found in the Illinois State Report
Cards from each school and district (Illinois State Board of Education, 2017) with an autism
eligibility IEP. This data does not include those individuals with a Section 504 plan, which might
be used to document accommodations for individuals with ASD but is not as comprehensive as
an IEP. A child might have a medical diagnosis for ASD but not be eligible for an IEP or a Section
504 Plan.
Comparing this data to O&A’s population, O&A is reaching approximately 67% of the ASD school
age population with an autism eligibly.
Based on estimated population numbers for Ages 15-22, between 137-206 students requiring
some type of ASD related services will be transitioning out of the school system in the next
seven years or roughly between 20-30 per year.
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LOCATION
Figure 3 – Location of O&A Clients by Zip Code

The concentration of Option & Advocacy clients is in the southeast corner of McHenry County,
around the more populated area and closer to the city of Crystal Lake. There are many areas
unrepresented or under represented such as the northern area of Hebron (zip = 60034),
Richmond (zip = 60071), and Spring Grove (zip = 60081). By comparing the percentage of O&A
population in each zip to the percentage of overall McHenry County population for each zip, one
can estimate which areas are under-represented by O&A programs and provide areas to target
for future growth (McHenry County, IL ZIP Codes). *Note – the population by zip codes are
based on 2010 numbers. However, the overall estimate for 2017 only decreased by 1000 so the
2010 numbers should still provide a solid estimate. There are no zip code specific estimates
available for 2017. Some zip codes span multiple counties, so the author estimated the number
residing in McHenry County.

18
Revised – 6/11/18

Figure 4 – Location of O&A Clients by Zip Code / McHenry Population

% of O&A
Population

Estimate
Population
in 2010

% of Total
Population
in McHenry
County

Possible
underrepresented
areas in
O&A

1

.24%

11,120

3.6%

Under

60013

29

7.09%

26,872

8.7%

60014

89

21.76%

48,550

15.7%

60021

2

.49%

5,545

1.8%

60033

27

6.6%

13,922

4.5%

60034

0

0

2,040

.7%

Under

60042

3

.73%

8,547

2.8%

Under

60050

48

11.75%

31,620

10.2%

60051

21

5.13%

25,192

8.2%

Under

60071

2

.49%

3,598

1.2%

Under

60072

0

0

928

.3%

60081

4

.98%

10,079

3.3%

60097

23

5.62%

11,250

3.6%

60098

48

11.71%

32,228

10.4%

60102

23

5.62%

23,501

7.6%

60142

37

9.05%

10,579

3.4%

60152

13

3.18%

12,533

4.1%

60156

38

9.29%

28,987

9.4%

60180

1

.24%

1,684

.5%

McHenry
Total

409*

100%

308,775

100%

Zip Code

O&A
Population
with ASD

60012

Under

*There is a slight variation between the O&A totals for clients with ASD as reported by Zip Codes and reported by
ages (409 vs. 416). This is most likely due to the fact that some households have more than one individual with ASD.
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ESTIMATED ADULT ASD POPULATION
The adult population is extremely difficult to determine. In general terms, the rate for ASD is
estimated to be 1 in 150 (for individuals born before 2002). This equates to roughly 1000
individuals over the age of 22 with varying levels of need in McHenry County today. While this
estimate is high, there is still a considerable population of adults in the county that could benefit
from services.

AUTISM SUPPORT PROGRAM GROWTH
As can be seen from the chart below, the census for the Autism Support Program has grown
significantly over that last four years, increasing 145%, indicating that the number of individuals
in the community needing services will continue to grow.

Figure 5 – O&A Autism Support Program Census by Year

ASP Census by Year
350

316

300
244

250
188

200
150

129

100
50
0
2014

2015

2016

2017
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CHARACTERISTICS OF THE SURVEYED POPULATION
The survey results appear to represent the entire O&A ASD population specifically with respect
to location, language spoken at home, ratio of male to female, and age. Therefore, the author
extrapolated the data collected in the survey to the general O&A population to estimate the
number of individuals who may require additional services.

RESPONSE RATE
Figure 6 – Survey Response Rate
Total
Response

Total Individuals
Represented*

Estimated O&A
Population**

Estimated Survey
Response Rate

77

91

416

22%

*16% of households report living with more than one individual with ASD.
** The survey was sent to all households in the Autism Support Program plus O&A’s
Community Access Coordination Clients with ASD (not participating in the ASP). The
survey was also mentioned at several support groups where some members are not
official members of ASP.
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LOCATION
Figure 7 – Survey Responses by Zip Code

The survey responses closely mimic the actual O&A population shown in Figure 3. The Northeast
and southwest corners are underrepresented.
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AGE AND SEX
Figure 8 – Survey Responses by Ages

Ages

Survey Responses

Percent of
Total
Responses

3-10

24

26%

128

31%

11-14

22

24%

102

25%

15-22

28

31%

137

33%

22+

10

11%

49

12%

Total

84*

Total O&A
Population

Percent of
O&A

416

* Several respondents did not provide age of individual with ASD.

The distribution of ages for the survey responses correlates to the distribution of the ages for
the O&A population.

Figure 9 – Survey Responses by Sex
Male

Female

Total

Survey

67

24

91

% Response

74.63%

26.37%

100%

National*

80%

20%

100%

* (Baio J., 2014)
The response rate is similar to the O&A population of one girl to every four boys.
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HOUSEHOLD SPECIFICS
96% of respondents report the individuals with ASD are living with parents while 90% of
respondents report being satisfied or very satisfied with this arrangement.

Figure 10 – Survey Responses by Language

% Response

English

Spanish Speaking

Total

81%

19%

100%

The survey received a better than expected return from the Spanish speaking community within
O&A. 19% of the surveys represent households where Spanish is the primary language
compared to 9.4% of households in general in McHenry County where Spanish is spoken at
home. (US Census Bureau, 2016). The O&A Spanish speaking population is 12%.

Figure 11 – Percent of Households with More Than One Individual with ASD

% Response

1 Individual

2 Individuals

3+ Individuals

84%

12%

4%

16% of households responding have more than one individual with ASD in the house.
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MEDICAL AND EDUCATION SPECIFICS
•
•

94% of respondents have a formal ASD diagnosis
97% of respondents have an IEP

Figure 12 – Additional Medical Diagnosis

Additional Medical Diagnosis
Attention Deficit / Hyperactivity Disorder
Anxiety Disorder
Learning Disorder
Communication Disorder
Intellectual Disability
Other
Obsessive Compulsive Disorder (OCD)
Depression
None
Oppositional Defiant Disorder (ODD)
Hearing / Visual Impairment
Intermittent Explosive Disorder (IED)
Disruptive Mood Dysregulation Discord
Bipolar Disorder
N/A
0

5

10

15

20

25

30

35

40

83% of respondents report the individuals in their household have additional diagnosis beyond
their autism spectrum disorder diagnosis. This is less than the national average of 95% of
children with ASD that report at least one co-occurring condition (Threnhauser, 2018). The comorbidity complicates management of available services.
Diagnoses included in the “Other” category include:
•
•
•
•
•
•

Bardet Biedl Syndrome
Psychosomatic Non-Epileptic Seizure Disorder (PNES)
Epilepsy
Tourette’s Syndrome
Spatial Processing Disorder
Mood Disorder Not Otherwise Specified (NOS)
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Figure 13 – Hospitalizations

% Response

Trips to Emergency Room
for Behavioral or
Psychiatric Reasons

Hospitalization for
Behavioral or Psychiatric
Reasons

21%

22%

The national trend of people with ASD seen in an emergency room has nearly doubled over five
years to 159,517 in 2014 according to figures from the agency for Healthcare Research and
Quality. Individuals admitted for a psychiatric or behavioral issue also doubled to 26,811 in 2014
(Jewett, 2017). This is a trend to watch over the next few years.

26
Revised – 6/11/18

PAYMENT SOURCES
Figure 14 – Payment Methods

Payment Methods

Private Insurance
32%

35%

Medicaid
Medicaid Waiver
Other (i.e., Social Security)
Do Not Know / NA

2%
4%
1%

Out of Pocket
26%

Private insurance is the primary means to pay for ASD related services for the survey population
with Out of Pocket being second followed by Medicaid, Other, and Medicaid Waiver.

Figure 15 – Medicaid Waiver Status | Survey Respondents vs. O&A Population
Survey Respondents

O&A Population

•

15% report receiving Medicaid
Waiver Funding*

•

18% of Community Access
Coordination Clients with Autism
Report having Medicaid Waiver

•

63% report being on the State PUNS
list

•

37% of all CAC clients which have
Medicaid waiver funding

*There might be some confusion as to the meaning of Medicaid Waiver funding since only 2% of
respondents reported that they used this means to pay for ASD related services. However, 15%
report that they are receiving Medicaid Waiver Funding. This also could be that the waiver
funding goes to other services that the respondent did not associate directly with ASD.
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ASD SERVICE NEEDS
In the survey, the respondents were given a list of services.
Services for the Individual
• Service coordination /
case management
• Medication management
• Mental health counseling
• Behavioral interventions
• One-on-one support
• Crisis / emergency
supports
• Speech / language
therapy
• Occupational therapy
• Social skills training
• Daily living skills
• Educational advocacy
• Summer camp
• Transition planning
• Vocational training
• Supported employment
• Developmental Training /
Adult day programs
• Recreational and social
opportunities
• Group home options

Services for the family
• Respite care
• After school care
• Weekend childcare
• Crisis support
• Access to ASD resources,
information and service
referrals
• Resources to assist in
making future plans
• Family counseling
• Sibling support group
• Sibling mental health
counseling
• Parent support group
• Parent mental health
counseling

Participants were asked to describe the need with respect to the service by selecting one of the
responses:
•
•
•
•

The individual is receiving service
The individual is receiving service but needs more
The individual is not receiving service but needs service
The individual does not need service
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TOP ASD SERVICES BEING MET
The table below showcases the services that had the highest percentage of “The individual is
receiving service” and therefore implies that the service need is being met in the community.

Figure 16 – Services Needs Being Met

Services

Percent Responding
Individuals are Receiving
Services

Educational Advocacy

52.94%

Medication Management

41.67%

Service Coordination / Case Management

35.29%

Mental Health Counseling

27.54%

One-on-One Support

26.87%

Education Advocacy leads this list, which is not surprising since it is a main component of O&A’s
Autism Support Program. The Autism Support Program is the only free educational advocacy
provider in the county. The ASP service coordinators attended 208 IEPs in 2017 and they are
looking at a 33% increase in the 2017-2018 school year. These results correspond with the
feedback from the key informant interviews which indicate that one of the most positive aspects
in McHenry County is the coordination between the agency and school districts which can be
seen in the high educational advocacy numbers and service / case management numbers.
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TOP ASD SERVICE NEEDS
Below is a list of top service needs across all age groups showcasing how many of these needs
are not being met for individuals.

Figure 17 – Top Services Needs

Service

# of
Responses

Receiving
Services

Receiving
Services –
But Needs
More

Not
Receiving
Service –
But Needs

Does Not
Need
Services

Social Skills

46

8.33%

20.83%

61.11%

9.72%

Behavioral
Interventions

36

8.96%

8.96%

44.78%

37.30%

Daily Living Skills

29

8.57%

20%

44.29%

27.14%

Summer Camp

25

8.96%

13.43%

38.81%

38.81%

Resources for
Future Planning

25

5.71%

18.57%

61.43%

14.29%

Recreational &
Social
Opportunities

24

5.71%

18.57%

64.29%

11.43%

TOP NEEDS BY AGE
Figure 18 – Top Services Needs by Age
3-10 Years
n=21
•
•
•
•
•
•

11-14 Years
n=18

Behavioral Interventions (13)
Daily Living Skills (12)
Social Skills Training (9)
Speech / Language Therapy (9)
Occupational Therapy (6)
Parent Support Group (6)

•
•
•
•
•

Social Skills Training (14)
Behavioral Interventions (10)
Summer Camp (9)
One-on-One Support (8)
Daily Living Skills (7)
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15-22 Years
n=22

23+ Years
n=9
•
•
•
•
•
•

Social Skills Training (18)
Vocational Training (11)
Recreational & Social Opportunities (10)
Transitional Planning (10)
Supported Employment (8)

•
•
•
•
•

Vocational Training (5)
Supported Employment (5)
Resources for Future Planning (4)
Service Coordination (3)
Mental Health Counseling (3)
Behavioral Interventions (3)

Broken down by age, one can see how the needs change over time. For the younger individuals,
Behavioral Interventions are a primary concern and then moving on to the high school and adult
population, the concern turns to vocational and employment assistance. Social skills training is a
need identified in three out of the four age groups.

BARRIERS TO SERVICE
For each of the services listed, the survey participants were asked to select all barriers that
prevented them from receiving services. The choices included:
•
•
•
•
•
•

Transportation
Shortage of/No service providers in the area
Providers will not see individuals with autism
Cost of services / Insurance does not cover available services
Not sure where to find / access services
None

Not surprisingly, the top barrier for every service listed was either
•
•

Cost of services / Insurance does not cover available services
Not sure where to find / Access services

When analyzed by age, the number one barrier for individuals 3-10 and 11-14 is “Cost of services
/ Insurance does not cover available services.” And the number one barrier for individuals 15-22
and over 23 is “Not sure where to find services”.
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TOP NEEDS IDENTIFIED BY KEY INFORMANTS
When asked to identify service gaps in McHenry County, the key informants identified Respite,
ABA Therapy, Family Supports, Adult Day Programs, Residential Housing, and Mental Health
Supports as the six most important priorities.
•

Respite – Many interviewees mentioned the need for a robust respite system. From
their perspective, families are under a great deal of stress with few options for respite
care. Typically, families may receive respite vouchers to pay for care but they then need
to find the actual caregiver.

•

ABA Therapy - The key informants noted the importance of ABA Therapy, especially for
younger children. If started early, the therapy can have positive benefits as the children
age, resulting in fewer crisis situations later on.

•

Family Supports - Families are often confused about where to go for services, how to
pay for services, and how to plan for the future. One main resource center with a clear
path on what to do when would be a huge benefit to the community.

•

Adult Day Programs including Supported Employment Vocational Training - The
limited options for day programs for adults with ADS were also mentioned as a service
need especially for high-functioning adults with ADS. While there are programs
operated by Clearbrook and Pioneer, these programs mainly serve those with Medicaid
HCBS Waiver Funding, resulting in a lack of options for higher functioning individuals.

•

Residential Options - There is only one residential option for children with ASD in
McHenry County. Families in crisis may need to go out of state to find a residential
placement option.

•

Mental Health Supports – The key informants noted that there is a lack of mental
health supports for individuals with ASD specifically mental health counselors that are
experienced with treating mental health in the ASD population.
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ASD SERVICES OPPORTUNITIES TO ENHANCE THE CONTINUUM OF CARE
MAJOR SERVICE OPPORTUNITIES
The following is a list of the top service needs resulting from the necessities identified in the
online survey and from the key informant interviews. Many of these service needs from the
survey and the interviews are in agreement. However, there were a few needs identified by a
majority of the key informants that became part of the major service opportunities list because
they were seen as such high priority.
To estimate the population needing services, the author used the Options & Advocacy ASD
population numbers as a basis (Figure 1) since the survey respondents represent an inclusive
sampling of the overall Options & Advocacy ASD population. For example, if the survey resulted
in 30% needing a particular service, then the 30% was applied to the entire O&A ASD population
to provide the low estimate. The high estimate is based on the school data reporting those with
autism related IEPs (Figure 2). As mentioned previously, the adult ASD population is difficult to
estimate so the high range for adults is left open. Since each individual with autism has
distinctive abilities and requires different supports and services, these estimates should be
considered a rough order of magnitude (ROM) only.
For each highlighted service need, the author describes the current situation, barriers, current
funding, estimated population needing services, interactions with other service needs, and
considerations on how to provide or improve these services offerings based on information
gathered from the key informant interviews and other research. These ideas should not be
considered an exhaustive list of possible solutions.

Service Need:

Social Skills Training

Current Situation:

Social skills training is the number one service need identified by
respondents in the survey and was identified as a top need in three
out of four of the age groups. While there are more components of
social emotional learning in the younger ages in the school system, as
children grow, the emphasis is placed on technical skills and less on
soft skills. Parents are looking for ways for their children to learn,
practice, and understand the soft skills of social interaction so they
may have more opportunities to interact with their peers and
participate in the general community.
0&A, through their many support groups such as Hang Out Jr., Hang
Out Sr., and Discovery Group, include some soft-skills learning
components but not on a regular basis. The adult day programs, such
as CHOICE, may work on these skills as part of their overall curriculum
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Service Need:

Social Skills Training
but there are few classes or sessions available for the general ASD
public. Rosecrance offers a social skills group for those with ASD but
these individuals must have a mental health diagnosis beyond ASD.

Barriers:

Barriers to this service include few available options for the general
ASD public and knowing where to find the existing options.

Current Funding:

MHB funds the O&A support groups. Rosecrance’s social skills group is
funded through insurance and Medicaid.

Estimated population
needing this service:

Ages
3 to 10 years
11 to 14 years
15 to 22 years
23 +
Total

Estimated Population (Low – High)
55 - 100
80 - 100
120 - 165
5-?
260 - 365+

Interactions with
other service needs:

Recreational and social opportunities, mental health, and behavioral
interventions.

Considerations:

O&A has proposed bringing in a class called Social Thinking for
parents, providers, and schools in the area. This class will build on
other classes that O&A has sponsored for the community such as
Autism 101 and Why Try?.
Social Thinking is a one-day class focusing on teaching concrete tools
and visualizations to help individuals with ASD who can articulate and
engage, and understand the feelings associated with the words they
use. The strategies can be used during support groups, therapy or in
other settings to improve social interactions. Rosecrance, a key
provider of mental health services to the under-insured and those on
Medicaid, would be able to incorporate the material in their social
skills class and in their individual therapy sessions.

Service Need:

Behavioral Interventions

Current Situation:

Behavioral Interventions came out as a high need in both the
participant survey and the key informant interviews. Specifically, ABA
therapy, an intensive type of behavioral therapy, can help in many
areas such as communications and socialization, as well as behavioral
modification. ABA therapists can work in homes or in the office and
will often work in conjunction with school goals. When started early,
this intervention can have profoundly positive effect on the individual
with ASD as well as their family.
For adults, behavioral therapist uses a less intensive approach that
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Service Need:

Behavioral Interventions
incorporates some of the same tenants of ABA. Clearbrook and
Pioneer offer behavioral therapy, which is paid through the Medicaid
HCBS Waiver program, and not open to the general public. Many of
the written comments in the survey also focused on needing help with
aggressive behavior such as “My son needs ABA therapy because he is
very aggressive and this is very stressful for the whole family, other kids
can't play with him and we always have to separate him from the
others”

Barriers:

Unfortunately, ABA therapy is not paid for by Medicaid and can be
underfunded by other insurance companies in Illinois. In addition,
there are no office providers in McHenry County and only a handful of
agencies will come to homes in McHenry for in-home visits.

Current Funding:

Private insurance, Medicaid HCBS Waivers, and the MHB has paid for
individuals in the ASP in dire situations to receive some therapy
through the Warrant of Need program.

Estimated population
needing this service:

Ages
3 to 10 years
11 to 14 years
15 to 22 years
23 + years
Total

Estimated Population (Low – High)
80 - 145
60 - 70
45 - 70
15 - ?
200 – 285+

Interactions with
other service needs:

Mental Health, Recreational and Social Opportunities, Social Skills

Considerations:

•

•

•

Contract with an ABA provider. O&A and the MHB have begun
talking to ABA providers to inquire if they would be willing to set
up a more extensive presence in McHenry County and perhaps a
sliding fee scale for those without insurance.
Continue to expand the classes being offered to parents,
providers, and the community to include ABA related areas. These
classes can help parents and other agencies utilize some of the
basic concepts of ABA into their routine. Little Friends in Naperville
has several classes that might be worth pursuing
(https://static1.squarespace.com/static/591b1476d1758e5727150
a4b/t/59df898d0abd047282ba3d0b/1507821965386/TrainingDescriptions-2016.pdf). Some examples include:
o Understating Autism Spectrum Disorders and Successful
Treatment Strategies
o Discrete Trial (one strategy under the larger ABA umbrella)
o Structured Teaching
Work with specialists to develop ABA treatment options for small
groups. According to Lora Perry in the April 14th, 2018 issue of
Open Minds, it is possible to create innovative ABA-based
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Service Need:

Behavioral Interventions

•

treatments models that work in a group setting (Threnhauser,
2018).
Clearbrook has suggested funding a behaviorist therapist to
provide assistance to the adult population not covered by the
Medicaid HCBS Waiver program.

Service Need:

Recreational & Social Opportunities

Current Situation:

Recreational and social opportunities are difficult to find for all age
ranges and level of support for individuals with ASD. NISRA offers
programs and accommodation for the traditional park district
programs to support individuals and has served 190 individuals with
ASD in the Spring 2018. NISRA would like to host specific groups for
youth and adolescents with ASD but is faced with where to host these
activities around the county and often ends up with low enrollment.
O&A hosts Hang Out Jr., Hang Out Sr., and the Discovery Group, which
are quite popular social groups. NICA offers family days that provide a
nice outing for all family members.
O&A has started a Recreation Series program in Spring 2018 to
introduce parents to various recreational activities (not necessarily just
through the park district) such as Tae Kwon Do or swimming. These
sessions provide individuals and families with an idea of how the
activity will work for them. O&A also sponsors a Community
Connection Project summer session to increase social and recreational
activities for individuals and families for six weeks. This summer, the
groups will focus on spending more time in the community.

Barriers:

The main barrier as reported in the survey is that families do not know
where to access services. Many families just do not know what is
available and what activities would be a good fit for their children.
O&A is limited to the number of Hang Out and Discovery Groups they
offer during the month due to staffing.

Current Funding:

NISRA funding is fee for service; O&A groups are funded by MHB and
other grants. Other local activities are fee for service.

Estimated population
needing this service:

Interactions with

Ages
3 to 10 years
11 to 14 years
15 to 22 years
23 + years
Total

Estimated Population (Low – High)
25 – 45
30 – 40
65 – 95
10 - ?
130 – 180+

Social Skills
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Service Need:

Recreational & Social Opportunities

other service needs:
Considerations:

•

•

•

•
•

Increase the number of Hang Out and Discovery groups per
month. This will also provide some room to differentiate sessions
for individuals who require more support.
Expand the Recreation Series offered by O&A to provide families
with information on the different activities in the communities.
This is also a great way to expose the community to ASD
individuals as well. O&A is considering expanding the format of the
sessions to include a “trial activity” so the children and families can
get a sense of how a session is run.
Continue to advertise the NISRA accommodation for regular park
district programs. Perhaps include the park district programs in the
Recreation Series offered by O&A.
Offer a NISRA class like a Gamers’ group or Cooking in conjunction
with Hang Out groups to solicit interest.
Offer the O&A Community Connections Project, a summer
initiative lasting 6 weeks, throughout the year to provide
community activities for children and adults with ASD and families.

Service Need:

Summer Camp / Respite

Current Situation:

The key informant interviews revealed that respite was a significant
issue for most families, although in the survey, families focused more
on summer camp than on respite. Summer camp does provide a
respite for families during the summer. The key informants see the
stress that families are under and realize they have very few options
for good quality, supervised care to allow them to rest or run errands.
Interestingly, families in the survey focused more on the individual’s
need for social and recreational activities during the summer than on
their own needs.
NISRA provides a Summer Camp where approximately 50% of the
attendees are individuals on the spectrum (70 individuals with ASD
attended in 2017).
In years past, families could apply for a respite voucher and use that to
pay a caregiver. This placed the burden on the family to find a qualified
caregiver. O&A initiated a new program with the 1st United Methodist
Church to provide a drop-off program from 9 AM – 1 PM one day a
month, which includes siblings. Pioneer has started a new drop-off
program from 10 AM to 3 PM on the weekend with dates through the
month for each age group. Clearbrook has just started their Take a
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Service Need:

Summer Camp / Respite
Break program for children in the McHenry area.

Barriers:

Barriers to Summer Camp include the cost of services. Many families
use respite voucher from the Department of Human Services to pay
for Summer Camp. These funds were in jeopardy over the last few
years due to the state budget issues. Families can also use vouchers to
pay a caregiver but they need to find a caregiver, a daunting task for
many families.

Current Funding:

Respite vouchers are funded by DHS and can be used for summer
camp and other respite opportunities. Pioneer does charge a fee for
service for their drop-in respite. 1st United Methodist Church is funding
the O&A program with their space and volunteers.

Estimated population
needing this service:

•
•

Summer Camp - 140 to 190+ individuals (double the number that
attended in 2017)
Respite – 95 to 130+ individuals

Interactions with
other service needs:

Recreational and Social Opportunities, Parent Support

Considerations:

•
•

Continue to support and expand the existing respite programs
available to families through O&A, Pioneer, and Clearbrook.
Continue to make families aware of the Summer Camp options
and fund those with a financial need.

Service Need:

Parent Supports including Resources to Plan for the Future

Current Situation:

Information, whether for issues faced today or regarding planning for
the future, can be difficult to find. Many families do not know what
they need to be looking for or doing to prepare for each stage of the
ASD journey. This sentiment was expressed by many written
comments in the survey such as “I didn’t know of O&A until my son
went into crisis mode at school - 4 years after he was diagnosed. I feel
there should be more advertising of the programs. I was lost and had
to Google to find support groups and rely on other parents
experiences.”
O&A sponsors parent support groups with education and training for
parents of developmental disabled (DD) children in the county. O&A
recently started a second group in Harvard for Spanish speakers. The
Harvard group is primarily comprised of families with ASD family
members. NICA has combined family outings that also provide some
support group elements such as training and learning from more
experienced parents. O&A also makes referrals to other agencies when
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Service Need:

Parent Supports including Resources to Plan for the Future
requested concerning estate planning or guardianship.
There is currently no comprehensive list of “what to consider when”
for individuals with ASD. Oftentimes, there are open workshops
sponsored by other agencies for the community but no overarching
coordination or communication plan for the county.

Barriers:

Parents do not always know where to find information or even what to
look for. Parent Support Groups may not meet often enough to
provide adequate options for already overburdened families. Finally,
location matters. If the only Spanish speaking support group is 30
miles away, it might be difficult to attend just for an hour.

Current Funding:

O&A Support Groups are funded by MHB; NICA support groups are
free or charge a nominal activity fee.

Estimated population
needing this service:

140-190+ families

Interactions with
other service needs:

Recreational and Social, Transition Planning, Adult Day Programs

Considerations:

•

•

•
•

Add service coordinators to O&A’s Autism Support Program (ASP).
O&A would like to provide more support for families by being
more proactive and less reactive, thereby helping families be more
resilient. To support this initiative, O&A would like smaller
caseloads. This is difficult as the ASP caseload is growing (see
Figure 5) and approximately 20% of the caseload is in crisis at any
time. In addition, ASP saw a 33% increase in IEP/school meetings
in the last year.
Increase supports and services specifically for individuals in the
Autism Support Program that need a higher-level of support for a
limited time (Similar to the Wrap Around program in the mental
health environment). It is difficult for the ASD kids to participate in
traditional wrap program since the program is based on the
children communicating and being involved in the services. ASD
individuals cannot participate at that level. However, the model
can be tweaked to use within the ASP population that needs the
most support.
Create a class or curriculum to help parents identify what to do or
what to know at each phase or age and ability level.
Develop a centralized communication platform for the ASD related
events in the community.
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Service Need:

Transition Planning

Current Situation:

Transition planning primarily happens in the school system but it was
raised as an issue both in the key informant interviews and in the
survey. From the schools’ point of view, some families are not ready to
think about the future after graduation. When they do start to
deliberate about options, it can be too late. Schools want families to
start thinking about alternatives earlier so they know what
opportunities are available and understand how to fund those options.
For their part, parents want to understand what the landscape for
adults with ASD looks like so they can start to plan.
Clearbrook recently started a Transition Experience program, running
three times per year, to give the 18-22 year-olds an opportunity to
experience the CHOICE program based in Crystal Lake. Clearbook also
invites members of the school districts to sit on the CHOICE Advisory
Committee so that the school district staff can be familiar with the
program and pass the information on to parents and other teachers.

Barriers:

Not knowing what options are available or how to fund the
alternatives.

Current Funding:

Transition planning happens primarily in the school districts. MHB is
funding Clearbrook’s Transition Experience.

Estimated population
needing this service:

Ages
15 to 22 years
23 + years
Total

Estimated Population (Low – High)
65 - 95
15 - ?
80 – 95+

Interactions with
other service needs:

•

Vocational Training, Supported Employment, Adult Day Programs

Considerations:

•

Encourage ongoing communication between service coordination,
adult day program providers (Pioneer and Clearbrook), schools and
parents to provide information for planning early in the process.
Continue to offer the Transition Experience so that individuals in
school have an opportunity to experience an adult day program.

•
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Service Need:

Vocational Training / Supported Employment / Adult Day
Programs

Current Situation:

Pioneer Center and Clearbrook are the two providers of
Developmental Training (DT) for the developmental disabled (DD)
adult population in McHenry. Pioneer has a large day program, which
has a few individuals with a dual diagnosis of ASD and a developmental
disability as well as a stand-alone autism program for adults.
Clearbrook operates the CHOICE program for all DD adults, which
currently includes participants on the spectrum. Both programs offer
vocational training and supported employment as well as other
community based activities throughout the week. Both of these
programs are primarily funded by the Medicaid HCBS Waiver and
therefore geared for those needing more support.
Both Pioneer and Clearbrook also offer Vocational Rehabilitation
services. These services provide job training and job coaching for a
limited time and are best for those individuals requiring less support.
According to the staff at O&A some higher-functioning individuals with
ASD attend programs in Lake County sponsored by the Lake County
Center for Independent Living. These classes are directed at finding
jobs and building job skills.
Researchers studying adults with ASD determined that 80% continue
to require supports and service after leaving the school setting
(Threnhauser, 2018). Families are acutely aware of this which can be
seen in the many written comments in the survey on this subject
including the following “An actual place where special needs kids can
work at, like a bakery or coffee shop, etc. in our area”

Barriers:

The cost of these services is a main barrier for many individuals as is
availability. The author has not encountered any long-term
employment support programs in McHenry County for higher
functioning individuals with ASD.

Current Funding:

Most individuals pay for these current services at Pioneer or
Clearbrook via the Medicaid HCBS Waiver. The MHB does pay for some
individuals through a Warrant of Need. The Vocational Rehabilitation
Services are funded through the Department of Rehabilitative Services.
Pioneer and Clearbrook accept private pay.

Estimated population
needing this service:

Ages
15 to 22 years
23+ Years
Total

Estimated Population (Low – High)
70-105
30 - ?
100 – 105+

This is estimate is probably on the low side given the probable number of
adults living with ASD could be 1000 and the fact that there could be 20 to
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Service Need:

Vocational Training / Supported Employment / Adult Day
Programs
30 individuals transitioning from schools each year.

Interactions with
other service needs:

•

Transition Planning, Resources for Future Planning

Considerations:

•

Sponsor a series of classes similar to the Lake County Center for
Independence to teach job skills and how to find a job.
Provide comprehensive case management services for high
functioning adults with ASD to set goals, check on progress, and
provide assistance with job seeking activities.
Provide more opportunities for short-term job training and
coaching.

•

•

Service Need:

Mental Health Counseling (22+)

Current Situation:

AID and Rosecrance provide much of the mental health counseling to
the uninsured and under-insured individuals with ASD in McHenry
County. O&A, recognizing that there is a need to educate mental
health providers about mental health and ASD, organized two classes,
Autism 101, and Why Try? for providers in the area. There continues
to be a need for providers to increase their knowledge in treating ASD
individuals with mental health issues.

Barriers:

Cost of services can be a barrier. Knowing where to find appropriate
services is also a barrier.

Current Funding:

Private insurance, Medicaid, MHB

Estimated population
needing this service:

20 to 30+ individuals based on survey results
This appears to be a low estimate and is more than likely due to the
majority of the survey respondents having younger children and
adolescents. However, roughly 20% of respondents said that their
family member had either gone to the emergency room or been
hospitalized for behavioral or psychiatric reasons indicating that the
need is there.

Interactions with
other service needs:

Social Skills

Considerations:

•

Sponsor additional classes for providers, parents, and teachers in
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Service Need:

Mental Health Counseling (22+)

•

the community like Autism 101 and Why Try? and expand
offerings to Social Thinking and Zones of Regulation.
o Social Thinking costs $2000-$3000 so offering it to a wide
range of participants will help the ASD population in a
variety of settings and offset the cost.
Encourage local providers to hire counselors with training in
mental health and ASD.

FURTHER SERVICE OPPORTUNITIES
•

Autism Resource Center or Diagnostic Center
o The survey did not ask specifically if there was a service need around diagnostic
(mainly because it is a one time event) However, several key informants noted
the lack of a diagnostic center accessible to under-insured or uninsured in
McHenry County. Also, 57% of respondents indicated that they traveled outside
of McHenry for diagnosis.
o Consider establishing an Autism Resource Center such as Little Friends in
Naperville or the Autism Resource Center at Amita Health in Hoffman Estates.
An Autism Center would be a logical home to a much needed ABA provider and
ABA educational resource. An Autism Center could also provide diagnostic
services to the community who often travel outside of McHenry for these
services. In fact, one survey respondent suggested this with the comment “A
support group that mimic Alexian Brothers mental health programs will be
helpful.” Options & Advocacy, already well situated with their Autism Support
Program as a provider of many of the existing services, may be in a good
position to expand their current services or to partner with another organization
to bring in these much needed services.

•

Residential Housing
o Residential Housing specifically for the ASD community is limited in this area.
Pioneer operates two Community Integrated Living Arrangements (CILA), one
for adults and one for children on the spectrum. Families generally need to
travel outside of McHenry for more intense, therapeutic residential situations if
needed. In general, the I/DD community has few residential options in McHenry,
so adding to the number of CILAs operated by Pioneer and Clearbrook would
enhance the community.
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•

Daily Living Skills
o Daily Living Skills appear to be a big concern for families in the survey. These are
skills that can be addressed in education session and through behavioral
interventions and support groups.

•

Speech / Language Therapy (3-10 years)
o Access to speech and language therapy is a concern for parents of the younger
children. However, there were few barriers provided indicating that there are
adequate resources available.

•

One-on-One support (11-14 years)
o For the 11-14 age group, one-on-one support is a main service need with
barriers being cost of services and knowledge of where to find services.

LIMITATIONS OF THE SURVEY
•

•

•
•

The survey results were limited to participants of O&A, and should be considered a
snapshot of the community and used to provide a rough order of magnitude when
estimating service needs and not a concrete number.
The majority of survey respondents live in the southeast corner of the county and the
north and west side of the county is under represented. This is true of the Option &
Advocacy clientele in general and indicates a potential area of focus for the agency to
expand into these underserved areas.
The survey setup may have been too confusing for the Spanish speakers as some of the
respondents skipped some sections of the survey.
Many people do not know or understand the PUNS system or Medicaid HCBS Waiver
Program and therefore the answers for these questions did not always make sense.
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ABA THERAPY IN MCHENRY COUNTY
BENEFITS OF ABA THERAPY
ABA Therapy can build and improve language use and communication skills. ABA Therapy also
aids the individual’s social development, showing improvement with peer interaction. The
individual’s school environment also benefits from ABA therapy by showing progress in both
fine and gross motor development, increased focus and attention, class participation, social
integration with classmates, and improved organizational skills. Behavior modification is a
common aim in ABA therapy, showing improvement in appropriate behaviors and a reduction in
undesired or inappropriate actions. ABA therapy is useful with individuals of all ages, and all
unique backgrounds, by focusing on core social, communicative, and developmental skills.

BARRIERS TO THERAPY
The barriers to ABA therapy are twofold in McHenry County. First, there is a lack of local
providers. Options & Advocacy has identified a handful of providers that are located outside of
the county that are willing to come into the county for in-home session. There are no providers
with offices in McHenry County. The second barrier is cost. Individuals and families with
insurance, specifically BCBS PPO, are fortunate to have this therapy covered by insurance.
Medicaid does not pay for ABA in Illinois, leaving out a large population of individuals who could
benefit from ABA.

RECOMMENDATIONS FOR INCREASING ACCESS
Behavioral Intervention was a top service need identified in the survey, specifically for families
with younger children. Research indicates that starting ABA Therapy earlier can have a
profoundly positive affect in later years. Suggestions for increasing services in McHenry County
include:
•
•

•

Work with a national or regional ABA agency to establish an office in McHenry and
potentially fund a sliding scale for uninsured or under-insured.
Establish an Autism Center (similar to Little Friends in Naperville or Amita Health in
Hoffman Estates) focusing on providing a local resource for ABA therapy for the
community.
Provide ABA education and training to parents, teachers and the community so that
some tenets of ABA can be incorporated into individuals’ routine even if they cannot
access the therapy.
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•

•

Work with specialists to develop ABA treatment options for small groups. According to
Lora Perry in the April 14th, 2018 issue of Open Minds, it is possible to create innovative
ABA-based treatments models that work in a group setting (Threnhauser, 2018).
Work with the existing adult day program providers to determine if it is possible to
utilize their behaviorists for ASD individuals in the community.
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NEXT STEPS
As the online survey was added to the scope of the Needs Assessment after the project started,
and due to the timing issues, the survey was limited to the population served by Option &
Advocacy. In the future, it might be worthwhile to send the survey out to a wider population
including other service agencies and schools in McHenry County to get a broader perspective.
The Spanish version seemed to be confusing to some individuals. In future versions, consider
sending a trial version and soliciting feedback on the survey before sending the actual survey.
While this assessment does give some insight into the future needs of the ASD community (i.e.,
the need for more adult programing), this assessment was not intended to be a long-term
planning device for autism services in the community. Therefore, the next step may be to open
the survey to a wider audience and revise the questions to include a longer time horizon to be
able to plan appropriately for long-term future needs.
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APPENDICES
APPENDIX A - LIST OF INTERVIEWEES
Organization Name
Alexander Leigh Center for Autism

Association for Individual Development (AID)

Clearbrook

McHenry County School Districts

Interviewees
•

Kelly Weaver - Director

•

Robert Zima – Director of Behavioral
Health and Clinical Supervision
Danielle La Ha – BH Supported Living
Program Manager

•
•

Emily Fencl – Director of Day Services

•
•
•

Lisa Pearson – Director of Special Services
Lindsey Serpe – Coordinator of SPEP
Kristin Schmidt – Assistant Director of
Special Ed - D47 Crystal Lake
Kim Dahlem – Director of Student
Services – D155

•
Northern Illinois Center for Autism (NICA)

Northern Illinois Special Recreation
Association (NISRA)

Options & Advocacy (O&A)

•

Annette Gallagher - Director

•

Nicole Mueller – Manager of Summer
Day Camp
Kelly Kronwell – Manager of Inclusion
Heidi Jenkins – Superintendent of
Recreations

•
•
•
•
•

Cindy Sullivan – Executive Director
Winter Noe – Autism Support Program
Coordinator
Dan Bressler – Service Coordinator

Pioneer Center

•
•
•

Sara Maxwell – Vocational Manager
DJ Newport
Rene Stoklosa – Residential Service
Manager

Rosecrance

•

Melissa Hamilton – Outpatient
Coordinator

Special Education District of McHenry
(SEDOM)

•

Dr. Tim Burns – Executive Director
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APPENDIX B - SERVICE INVENTORY
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Autism Spectrum Disorder Service Inventory for McHenry County
Abbreviations:
ASP – Autism Support Program
DHS – Illinois Department of Human Services
DD – Division of Developmental Disabilities
DRS – Department of Rehabilitative Services
Notes:
1.
2.
3.

HCBS – Home and Community Based Services
MHB – McHenry County Mental Health Board
O&A – Options and Advocacy

Many of these services pertain to individuals with developmental disabilities; therefore, it can be difficult to determine the number of individuals with ASD that are served within this group.
The inventory primarily focuses on what is available within McHenry County and available to those that are under-insured, uninsured, on Medicaid or have a Medicaid HCBS Waiver Funding.
This list is based on information obtained from the key informant Interviews and consequently might not include every service or program available. New services should be added to the list as they
are identified or become available.

Service or
Program

Early
Intervention
Screening

Description

Families with an eligible child
receive an Individualized Family
Service Plan (IFSP), which lists
the services and supports that
are needed for the child to
achieve his/her outcomes.

Providers

Option & Advocacy Child and Family
Connections (CFC)

Location

Notes

Crystal Lake

Services include, but are
not limited to:
•
Developmental
evaluations and
assessments
•
Physical therapy
•
Occupational
therapy
•
Speech/language
therapy
•
Developmental
therapy
•
Service coordination,
•
Psychological
services
•
Social work services.
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Age Range

Eligibility

Payer
Source

Estimated
ASD Service
Population

Birth through
36 months

Diagnosis of a lifelong
developmental
disability or the
presence of 30% delay
in one or more
developmental
domains.

Bureau of
Early
Intervention

1200 / year
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Autism Spectrum Disorder Service Inventory for McHenry County
Service or
Program

Description

Providers

Screening &
Assessment

An assessment or observation to
determine if the individual is
displaying indications of ASD. If so,
he/she will be referred for a more
comprehensive diagnosis.

Mental Health
Providers,
Pediatrician,
Others

Diagnosis

Conducted by a team that includes
a psychologist, a neurologist, a
psychiatrist, a speech therapist,
and/or other professionals. The
evaluation may assess the child’s
cognitive level (thinking skills),
language level, and adaptive
behavior (age-appropriate skills
needed to complete daily activities
independently, for example eating,
dressing, and toileting).

Case
Coordination

Education, linkage and referral
services for persons with DD
including assessment to determine
eligibility for DD programs
(ICFs/DD, Medicaid Waiver, etc.)

Amita Health
Lutheran General,
Other local private
providers
(Neurologist,
psychologist,
neuropsychologist)

Location

Notes

Age Range

Eligibility

Payer
Source

Estimated
ASD Service
Population

McHenry

O&A will often get calls
from parents and, based
on the description of the
signs the child is
displaying, will make a
referral for diagnosis

All

Individuals who
suspect they might
have ASD

Private
insurance,
Medicaid

?

None in
McHenry that
accepts
Medicaid

The referrals to the
agencies that accept
Medicaid can take almost
a year before the child is
seen.

All

Individuals who
suspect they might
have ASD

Private
insurance,
Medicaid

?

Age 3 through
adulthood

Must have a
developmental
disability

Medicaid
HCBS Waiver

•
Options &
Advocacy Community Access
Coordination (CAC)

Crystal Lake

•
•
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Special education
advocacy
Resources &
referrals
PUNS (Prioritization
of Urgency of Need
for Services)

117 individuals
with ASD out of
a total of 320
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Autism Spectrum Disorder Service Inventory for McHenry County
Service or
Program

Case
Coordination

Description

Education, linkage, referrals and
supports for individuals with ASD

Providers

Options &
Advocacy – Autism
Support Program

Location

Crystal Lake

Notes
Service coordination
activities:
•
Diagnosis
•
Education
•
Support Groups
•
Educational
Advocacy
•
Wraparound
services
•
Referral / linkage

Eligibility

Payer
Source

Estimated
ASD Service
Population

Infants,
children, and
adults

Formal or informal
diagnosis of ADS

Free to
McHenry
County
residents
(funded by
the MHB)

336

3-21

Children identified
with developmental
disability including
Autism Spectrum
Disorder that affects
their ability to learn.

ISBE

566 (estimated
with an Autism
Eligibility IEP)No data
available on the
504 Plans for
Autism.

Children identified
with ASD

ISBE
Approved for
District
Placement,
Private pay
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Age Range

Education

Illinois State
Board of
Education

ISBE provides a continuum of
services for students between the
ages of 3-21 identified with an
autism spectrum disorder.

Therapeutic Day
Schools

Therapeutic day schools are an
extension of the “special education
schools” domain, but with a
primary focus on emotional and
behavioral supports.

IL Public Schools

Alexander Leigh
Center for Autism

McHenry
County

McHenry

Individual Education
Program (IEP), which lists
the child’s needs, sets
goals and objectives, and
details how these will be
met within the context of
the school.
Children may also receive
a Section 504.
Serves individuals with
ASD, OHI, multiple
disabilities,
developmental delay
and/or intellectual
disability
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3-21
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Autism Spectrum Disorder Service Inventory for McHenry County
Service or
Program

Therapeutic Day
Schools

Therapeutic Day
Schools

Transition
Programs
(outside of ISBE)

Transition
Programs
(outside of ISBE)

Description

See description above

Providers

Allendale-Stepping
Stone-LINC

Payer
Source

Estimated
ASD Service
Population

5-21

ISBE
Approved for
District
Placement

?

Woodstock

The mission of SEAL is to
provide a therapeutic
educational environment
that facilitates
communication between
children, families, and the
community.

5-21

ISBE
Approved for
District
Placement

?

18-22

Open to all young
adults with DD

MHB

7 individuals
(DD) during
Spring Break

17-22

Open to all young
adults with mental
health issues

MHB

?

Location

Notes

Woodstock

Helping students, along
with their parents,
identify their own goals,
building academic skills,
good work habits, and
self-confidence, through
an individualized K-12
educational program.

See description above

SEAL

The chance to “test” out an adult
day program for potential fit.

Clearbrook- CHOICE
Program –
Transition
Experience

Crystal Lake

Clearbrook runs the
Transition Experience
Program 3 times a year
during Spring Break,
Summer, and Winter
Break.

Navigators

Association for
Individual
Development (AID)

McHenry
County

Navigators are notified by
the school counselor if
they feel transition help is
required
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Age Range

Eligibility
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Autism Spectrum Disorder Service Inventory for McHenry County
Service or
Program

Description

Providers

Location

Notes

Age Range

Eligibility

Payer
Source

Estimated
ASD Service
Population

Mental Health Services

General

General

Crisis &
Emergency
Services

Outpatient Mental Health and
Substance Abuse

Association for
Individual
Development (AID)

Private not-for-profit organization
offering behavioral health services
for children, adolescents, adults
and families through the county.

Rosecrance

Screening and Assessment Services
System (SASS), Crisis Stabilization

Rosecrance

McHenry

Outpatient
behavioral health
Supported living

•
•

Crystal Lake,
McHenry

Crystal Lake,
McHenry

Services include:
•
Outpatient for
adolescents
•
Student Assistant
Program (SAP)
•
SASS Crisis
•
Groups specifically
for high functioning
individuals with ASD

Services for children in a
psychiatric crisis
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Will treat individuals
with ASD as long as
primary diagnosis is a
behavioral or mental
health diagnosis.
18-64

Adults and
Adolescents

Birth to 21
Crisis-age 21
and up

Medicaid will not take
ASD as a primary
diagnosis when
providing mental
health services.
Will treat individuals
with ASD as long as
primary diagnosis is a
behavioral / mental
health diagnosis
Medicaid will not take
ASD as a primary
diagnosis when
providing mental
health services.
Mental Health
diagnosis with acute
distress

Private
Insurance,
Private pay
sliding scale,
Medicaid,
MHB

Private
Insurance,
Private pay
sliding scale,
Medicaid,
MHB

Medicaid

3 or 4 individuals
with ASD

ASD individuals
are 10-15% of
total population
served.
15 in Social Skills
Group for ASD

Just a few
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Autism Spectrum Disorder Service Inventory for McHenry County
Service or
Program

Description

Wrap Around
Services

Designed to wrap community
services around children with
serious emotional/behavioral
challenges and their families to
help build on strengths to develop
new skills and healthy resiliency.

Inpatient
Hospitalization

There are no providers for
children’s inpatient services in
McHenry. The closest option is
Alexian Brothers Mental Health
Hospital in Hoffman Estates.

Providers

Location

Notes

Age Range

Eligibility
Will treat individuals
with ASD as long as
primary diagnosis is a
behavioral or mental
health diagnosis

Rosecrance

Crystal Lake,
McHenry

Due to the level of
individual participation
and communication
involved, this may not be
the be suitable for
individuals with ASD

Adolescents

N/A

N/A

N/A

N/A

Closest Office
is in Rockford

The SSTs will observe,
assess, evaluate, consult
with family members and
providers working to
support the person and
provide training as
necessary.

Adolescents with just
a ASD diagnosis have
been funded by the
MHB.

N/A

Payer
Source

Estimated
ASD Service
Population

Private
Insurance,
Medicaid,
MHB

A few

N/A

N/A

DHS/DD

?

Behavioral Support

Support Services
Team

The Support Services Teams (SSTs)
will provide an interdisciplinary
technical assistance and training
response to persons with a
developmental disability in a
medical or behavioral situation that
challenges their ability to live and
thrive in the community.

Illinois Crisis
Prevention
Network (ICPN)
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Adults with DD
regardless of Medicaid
or Waiver Status
Adults &
Children

Children receiving
Division of
Developmental
Disability services may
also be referred
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Autism Spectrum Disorder Service Inventory for McHenry County
Service or
Program

In-Home ABA
Providers

Description
Applied Behavior Analysis is the
process of systematically applying
interventions based upon the
principles of learning theory to
improve socially significant
behaviors to a meaningful degree,
and to demonstrate that the
interventions employed are
responsible for the improvement in
behavior

Providers

Location

Notes

Vanessa Martinez Local

Lake in the
Hills

Only minimal hours
compared to other
programs

Autism Home
Support Services National

Arlington
Heights,
Northbrook

Therapists are CPI trained
to assist with difficult
behaviors. Can double
staff if necessary
(insurance pending).

Age Range

No restrictions

Eligibility

Payer
Source

Estimated
ASD Service
Population

Individuals with ASD

Insurance
(out-ofnetwork),
Sliding scale
for private
pay

?

Individuals with ASD

Insurance,
Private pay
negotiated
rates

?

There are no office providers
within McHenry County.

In-Home ABA
Providers

See description above
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Up to age 21
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Autism Spectrum Disorder Service Inventory for McHenry County
Service or
Program

Description

Providers

Location

Notes
Requires 1 year
commitment
Provides in-home
ABA as well as
diagnostic testing
Works with
insurance to become
an in-network
provider
Willing to provide
ABA in daycare,
school, or
community setting
Not able to work
with older, more
aggressive children

•
•

•

In-Home ABA
Providers

See description above

Caravel Autism
Health – Regional

Schaumburg
•

•

Behaviorist

See description above

Behaviorists concentrate on the
maladaptive behavior and what
caused it to help learn new, more
appropriate behaviors.

Total Spectrum Regional

Pioneer

Elmhurst

McHenry

Up to age 18

Works with families
in this area
Unable to treat
clients in need of
short term inpatient
hospitalization for
psychiatric needs
until stabilized

•

In-Home ABA
Providers

Age Range

•

Contracts with ABA of
Illinois for Behavioral
Health Programing or
individuals with waiver
funding.
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All

Eligibility

Payer
Source

Estimated
ASD Service
Population

Individuals with ASD

Insurance,
Private pay
based on
number of
hours

?

Individuals with ASD

Insurance,
$100 per hour
for private
pay

?

Children or Adults
with DD

Medicaid
HCBS Waiver

?
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Autism Spectrum Disorder Service Inventory for McHenry County
Service or
Program

Description

Behaviorist

See description above

Providers

Clearbrook

Location

Notes

Arlington
Heights

Clearbrook in-house
behaviorist

Age Range

Eligibility

Payer
Source

Estimated
ASD Service
Population
Children = 14
Adults = 11
With ASD
eligible for
service

All

Children or Adults
with DD

Medicaid
HCBS Waiver

Age 3 through
Adult

Children or Adults
with DD

Medicaid
HCBS Waiver

Home Based Services
Services may include:

Home Based
Services

Services to promote skill
development and community
integration.
Coordination with other
programs in which family
members may participate.

Clearbrook

•
•
•

Service facilitation

•

Training and
Counseling for
Unpaid Caregivers

Crystal Lake

Personal support
Behavior
Intervention and
Treatment

•
•
•
•

Adaptive Equipment

•

Temporary
Assistance
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Children = 14
Adults = 11
With ASD

Assistive Technology
Home Modifications
Vehicle
Modifications
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Autism Spectrum Disorder Service Inventory for McHenry County
Service or
Program

Description

Providers

Location

Notes

Age Range

Eligibility

Payer
Source

Estimated
ASD Service
Population

Age 3 through
Adult

Children or Adults
with DD

Medicaid
HCBS Waiver

Around 10

Adults

Adults with DD

Medicaid
HCBS Waiver,
MHB, Private
Pay

6 with ASD

Adults with DD

Medicaid
HCBS Waiver,
MHB, Private
Pay

20 with an ASD
diagnosis and a
developmental
disability

Services may include:

Home Based
Services

See description above

Pioneer

•
•

Service facilitation

•

Behavior
Intervention and
Treatment

Assistance with
paperwork

McHenry

Adaptive Equipment

•
•
•
•

Assistive Technology
Home Modifications
Vehicle
Modifications

Adult DT & Vocational

Developmental
Training (DT) /
Day Program

Developmental
Training (DT) /
Day Program

Day programs certified by the
Dept. of Human Services providing
a program of specialized training
and care.

See description above

Clearbrook –
CHOICE Program

Pioneer

Crystal Lake

McHenry

CHOICE allows
participants to choose
their own areas of
interest while utilizing
community-based
opportunities for
employment,
volunteering,
socializing and leisure
activities.

Large DT program
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Adults

Revised – 6/11/18

Autism Spectrum Disorder Service Inventory for McHenry County
Service or
Program
Developmental
Training (DT) /
Day Program

Description

Providers

See description above

Pioneer Autism Day
Program

Location

Notes

McHenry

Eligibility

Payer
Source

Estimated
ASD Service
Population

Adults

Adults with ASD

Medicaid
HCBS Waiver,
MHB, Private
Pay

13

Adults

Adults with disabilities

DHS/SRS

Age Range

Vocational
Rehabilitation
Services

Job placement and development
services including but not limited
to job finding, job training, job
retention, physical restoration,
mental restoration, post- secondary
training, and support services.

Clearbrook /
Pioneer

Crystal Lake /
McHenry

This service is a one-time
effort. After the initial job
training and coaching, the
individual is expected to
proceed independently
after 90 days.
May be appropriate for
those individuals who
need less support.

Supported
Employment

Job coaching support for adults to
enable them to work in the
community

Clearbrook CHOICE

Crystal Lake

Long-term job support

Adults

Adults with DD

Medicaid
HCBS Waiver

A few

Supported
Employment

See above

Pioneer

McHenry

Long-term job support

Adults

Adults with DD

Medicaid
HCBS Waiver

A few

Clearbrook: 0
Pioneer: 10-20

Family Resources
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Description

Providers

Location

Notes

Family Support &
Education

Providing information, support,
referrals, education and connection
to families and individuals in the
ASD community

Options &
Advocacy

Crystal Lake

Autism Support Program
•
Parent Support
Group (English /
Spanish)
•
Friendship Groups
•
Hang Out Jr.
•
Hang Out Sr.
•
Discovery Group
•
Sibshops
•
Parent Mentoring /
Education
•
Community
Education

Family Support &
Education

Storefront resource center with
pamphlets and information

Clearbrook CHOICE

Crystal Lake

Autism Resource Center

Family Support &
Education

Providing free family social support
groups, networking opportunities,
resources, and specialized services
designed to help families with
autism or related disorders manage
stress and anxiety.

Northern Illinois
Center for Autism
(NICA)

McHenry
County

Family Support &
Education

Autism Speaks is dedicated to
promoting solutions, across the
spectrum and throughout the life
span, for the needs of individuals
with autism and their families

Autism Speaks

National

•
•

Family Support
Groups
Finding Friend
Groups

.
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Age Range

Eligibility

Payer
Source

Estimated
ASD Service
Population

All

Children & Adults with
ASD

MHB

336 individuals
or families,
41 support
groups held in
2017

All

Children & Adult with
ASD

Free

N/A

All

Children, Adults, and
families with ASD

Free /
Nominal Fee

74 Families

All

Children & Adults with
ASD

Free

N/A

Revised – 6/11/18

Autism Spectrum Disorder Service Inventory for McHenry County
Age Range

Eligibility

Payer
Source

Estimated
ASD Service
Population

All

Children & Adults with
ASD

Free

?

All

Children & Adults with
ASD

Free

?

Crystal Lake

Assisting families working
to improve
communication between
home and school.

3-21

Enrolled in Autism
Support Program

MHB

Attended 208
IEPs in 2017

Crystal Lake

Special education
consultant

School Age

Children with DD

Private Pay

?

Service or
Program

Description

Providers

Location

Family Support &
Education

The Autism Project is a unique
collaboration of parents,
professionals and community
members who provide quality
support, training, and programing
that is accessible to all for children
and adults with an Autism
Spectrum Disorder, their families
and those who work with

The Autism Project
(TAP)

National

Family Support &
Education

Talk About Curing Autism is an
organization dedicated to
educating, empowering and
supporting families affected by
autism

Talk About Curing
Autism (TACA)

Educational
Advocacy

Educating and empowering families
to advocate for their son or
daughter within the school system.

Options &
Advocacy - Autism
Support Program

Educational
Advocacy

Other paid services

Catherine Whitcher
(One example)

Notes

.
National

Recreational and Social
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Autism Spectrum Disorder Service Inventory for McHenry County
Service or
Program

Description

Providers

Location

Notes
•

•

Park District
Activities

•

•

Intergovernmental
recreational group with 13
members providing special
needs programing within the
13 districts.
If someone needs
accommodations in a park
district program, the manager
of inclusion will provide
support and training.
Special Olympics

Main Office
Crystal Lake
Northern Illinois
Special Recreation
Association (NISRA)

Programing
throughout
McHenry
County

•

•

•

Social / Support

Support groups and social activities
for individuals to learn about
becoming more independent and
practice social skills

Options &
Advocacy

Crystal Lake

Social / Support

Social activities for the entire
family with some educational
component

NICA

Lake in the
Hills

Summer Camp /
Respite

7-week camp + extended day
options
13 different camp sites around the
county

NISRA

13 locations
within
McHenry
County

Do not offer many
ASD specific
programs (for all
levels) but would
like to offer
Challenged by where
to host programs in
county
Often difficult for
families to commit
to the 6 or 8-week
timeframe for an
activity
Weekend recreation
for SASS (funded by
MHB)

•
•
•

Hang out Jr. /Sr.
Discovery Group
Friendship Groups

•

Monthly family
activities

•
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Transportation can
be an issue

Eligibility

Payer
Source

Estimated
ASD Service
Population

All

All

Fee for
service (60%
subsidized by
members),
MHB

Fall ‘17 – 141
Winter ‘17 – 136
Spring ’18 – 187

Children
through Adult

Individuals with ASD
(typically those with
high functioning
autism)

MHB

41 groups held
in 2017

Children, Adults, and
families with ASD

Free /
Nominal Fee

74 Families

Individuals on the
PUNS List to be
eligible for vouchers
from DHS/DD

Private pay,
MHB,
Respite
Vouchers
from DHS/DD

70 individuals
with ASD

Age Range

3 to 22
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Autism Spectrum Disorder Service Inventory for McHenry County
Service or
Program

Description

Providers

Notes

Age Range

Eligibility

Payer
Source

Buddy Breaks
st
•
Sponsored by the 1
Methodist Church of
Crystal Lake
•
9 am to 1 pm
•
Accept 25 kids and
try for a 1-to-1 ratio

Children

Children with DD &
siblings

1 Methodist
Church

?

5 and under

Children with DD

O&A
subsidizes
room cost

?

Adults and Children
with DD

Respite
Vouchers
from DHS/DD,
Private pay
(Care
Program $60)

?

Respite

Short-term relief for caregivers of
children and adults with DD
(subject to available funding)

Options &
Advocacy

Crystal Lake

Respite

See description above

Clearbrook

Crystal Lake

Respite

See description above

Pioneer

Estimated
ASD Service
Population

Location

Crystal Lake
Woodstock
McHenry

Take a Break
(meets at NISRA)
Different respite
programs:
•
Care Program (Drop
In – once /month on
Saturday
•
In-Home Voucher
•
Outside Activity
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Autism Spectrum Disorder Service Inventory for McHenry County
Service or
Program

Description

Providers

Location

Notes

•

Adult Advocacy

Referrals for the adult population
to learn to become more
independent

Options &
Advocacy

Crystal Lake
•

•
•

Community
Outreach &
Education

Education and awareness
opportunities directed at the
community

Options &
Advocacy

McHenry

•
•
•
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Adults do not often
stay with ASP very
long because it is not
a daily service and
there is not the
intense follow-up
that is often needed
There can be more
individuals in the
Discovery Group

DEAR Clinic
Annual Special
Needs Resource Fair
ASP Services
Presentation
ASD 101
ASD & Sensory
Needs Presentation
(Teachers & Staff)

Age Range

Eligibility

Payer
Source

Estimated
ASD Service
Population

Adults

Adults with ASD

MHB

9

All

All

MHB

N/A
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Autism Spectrum Disorder Service Inventory for McHenry County
Service or
Program

Description

Providers

Location

Notes

Age Range

Eligibility

Payer
Source

Estimated
ASD Service
Population

None in McHenry

NA

NA

NA

NA

NA

NA

Residential
Private
Intermediate
Care Facility for
persons with DD
(ICF/DD or
SNF/Ped)
(Child & Adult)

Residential setting licensed by the
Dept. of Public Health providing a
continuous program of specialized
training and care

Community
Integrated Living
Arrangements
(CILA)

Residential settings of up to 8 beds
licensed by the Dept. of Human
Services providing a continuous
program of specialized training and
care

Clearbrook

Crystal Lake

Adults

Adults with DD

Medicaid
HCBS Waiver,
MHB

No adults with
ASD currently

CILA

See description above

Pioneer Children’s
Autism Group
Home – Sage Home

McHenry

Children

Children with ASD

Medicaid
HCBS Waiver,
MHB

3

CILA

See description above

Pioneer CILA

McHenry
County

Adults

Adults with DD

Medicaid
HCBS Waiver,
MHB

At most 5

CILA

See description above

Pioneer Adult
Autism Group
Home

Lakewood

Adults

Adults with ASD

Medicaid
HCBS Waiver,
MHB

5

10 regular CILAs (not
strictly ASD)
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McHenry County Autism Spectrum Disorder Needs Assessment

The McHenry County Mental Health Board is analyzing the current resources and services related
to Autism Spectrum Disorder in McHenry County outside of the programs available within the
public school system. We are inviting individuals to share their perspective on the existing services
and need for additional services in the area. All of your responses will be confidential and only
summary data will be shared with the county.
1. How would you describe your role?
Individual with autism

Grandparent

Biological parent

Legal guardian

Adoptive parent

N/A

Foster parent
Other family member (please specify)

2. What is your zip code?

3. What is the primary language spoken in your household?
English
Spanish
Polish
Other (please specify)

4. How many individuals with autism do you have in your household?
1
2
3
4+

5. For each individual with autism in your household, please answer the following:
Age

Sex

Formal Autism Spectrum Disorder
(ASD) Medical Diagnosis

1st individual with autism
2nd individual with autism
3rd individual with autism
4th individual with autism

For the remainder of the survey, answer each question for all of the individuals with ASD in your household to the best of
your ability.

6. Does the individual(s) with ASD CURRENTLY have any of the following medical diagnosis? (Check all
that apply)
Anxiety Disorder

Obsessive Compulsive Disorder (OCD)

Attention Deficit / Hyperactivity Disorder

Oppositional Defiant Disorder (ODD)

Bipolar Disorder

Hearing / Visual Impairment

Communication Disorder

Disruptive Mood Dysregulation Discord (DMDD)

Depression

Intermittent Explosive Disorder (IED)

Learning Disorder

None

Intellectual Disability

N/A

Other (please specify)

7. Did the individual(s) receive their initial ASD medical diagnosis at a provider in McHenry County?
Yes
No
Other (please specify)

8. After receiving a medical diagnosis, what form of follow-up and resources/services did you receive?
(Check all that apply)
Follow-up appointments
Referral to a specialist for further assessment
Referral to Early Intervention (birth - three years old) services
Referral to support groups
Referral to website, literature (e.g. handouts, information
booklets)
None
N/A
Other (please specify)

9. What is the current living situation for the individual(s) with ASD? (Check all that apply)
With parent(s)
With other relative(s)
Group home (or CILA)
Lives on own with support
Lives on own without support

10. How satisfied or dissatisfied are you with the individual(s) current living arrangement?
Very Satisfied

Satisfied

Dissatisfied

Very Dissatisfied

Please explain

11. Does the individual(s) with ASD have an IEP (Individualized Education Program) or equivalent?
Yes
No
Other (please specify)

12. Does the individual(s) have an Illinois State Medicaid Waiver Funding?
Yes
No
Not sure
Other (please specify)

13. Is the individual(s) currently on the Illinois State PUNS List?
Yes
No
Not sure
Other (please specify)

14. How do you pay for the individual(s)' services related to ASD? (check all that apply)
Private health insurance

Out-of-pocket

Medicaid (e.g., Illini Care, All Kids, Atena Better Health)

I don't know

Other state funding (e.g. Medicaid Waiver Funding)

N/A

Other (please specify)

15. Please tell us about the individual(s)' needs related to ASD in the following service areas (outside of the
school setting).
The individual(s) is
receiving

The individual(s) is
receiving, but needs
more

The individual(s) is not
receiving, but needs

The individual(s) does not
need

Service coordination /
Case management
Medication management
Mental health
counseling
Behavior intervention
(e.g., ABA therapy)
One-on-one support
Crisis / emergency
support
Other (please specify)

16. Please tell us about the individual(s)' needs related to ASD in the following service areas (outside of the
school setting).
The individual(s) is
receiving
Speech / language
therapy
Occupational therapy
Physical therapy
Social skills training
Daily living skills training
(e.g., hygiene, sleeping,
dressing, toilet)
Other (please specify)

The individual(s) is
receiving, but needs
more

The individual(s) is not
receiving, but needs

The individual(s) does not
need

17. Please tell us about the individual(s)' needs related to ASD in the following service areas (outside of the
school setting).
The individual(s) is
receiving

The individual(s) is
receiving, but needs
more

The individual(s) is not
receiving, but needs

The individual(s) does
not need

Educational advocacy
(e.g., IEP support)
Summer camp
Transition planning
(e.g., post high school
planning)
Vocational training
Supported employment
Development training /
adult day programs
Recreational and social
opportunities
Group home options
Other (please specify)

18. What limitations do you face accessing the services? (Check all that apply)

Tranportation
Service coordination /
Case management
Medication management
Mental health counseling
Behavior intervention
(e.g., ABA therapy)
One-to-one support
Crisis / emergency
services
Other (please specify)

Cost of services
Shortage of / no
/ insurance does
service
Providers will not
not cover
Not sure where
providers in the see individuals
available
to find / access
area
with autism
services
services.

None

19. What limitations do you face accessing the services? (Check all that apply)

Transportation

Cost of services
Shortage of / no
/ insurance does
service
Providers will not
not cover
Not sure where
providers in the see individuals
available
to find / access
area
with autism
services
services

None

Speech / language
therapy
Occupational therapy
Physical therapy
Social skills training
Daily living skills training
(e.g. hygiene, sleeping,
dressing, toilet)
Other (please specify)

20. What limitations do you face accessing the services? (Check all that apply)

Tranportation
Educational advocacy
(e.g., IEP support)
Summer camp
Transition planning (e.g.,
post high school
planning)
Vocational training
Supported employment
Development training /
adult day programs
Recreational and social
options
Group home options
Other (please specify)

Cost of services
Shortage of / no
/ insurance does
service
Providers will not
not cover
Not sure where
providers in the see individuals
available
to find / access
area
with autism
services
services

None

21. Please tell us about your access to family support services.
My family is receiving

My family is receiving, but My family is not receiving,
needs more
but needs
My family does not need

Respite care
After school care
Weekend childcare
Crisis support
Access to ASD
resources, information,
and service referrals
Resources to assist in
making future plans
for individual(s)
Other (please specify)

22. Please tell us about your access to family support services.
My family is receiving
Family counseling
Sibling support group
Sibling mental health
counseling
Parent support group
Parent mental health
counseling
Other (please specify)

My family is receiving, but My family is not receiving,
needs more
but needs
My family does not need

23. What limitations do you face accessing the family support services mentioned? (Check all that apply)

Shortage of /
no services
Individual(s)' providers in
Transporation
behavior
the area

Providers in
the area will
not see
individuals
with autism

Cost of
services /
insurance
does not
cover
available
services

Not sure
where to find /
access
services

None

Respite care
After school care
Weekend childcare
Crisis support
Access to ASD
resources, information,
and service referrals
Resources to assist in
making future plans
for individual(s)
Other (please specify)

24. What limitations do you face accessing the family support services mentioned? (Check all that apply)

Providers in
Shortage of / the area will
no services
not
Individual(s)' providers in see indiviudals
Transportation
behavior
the area
with autism
Family counseling
Sibling support group
Sibling mental health
counseling
Parent support group
Parent mental health
counseling
Other (please specify)

Cost of
services /
insurance
does not
cover
available
services

Not sure
where to find /
access
services

None

25. Have you taken the individual(s) ASD to the emergency room for behavioral or psychiatric reasons in
the past five year?
Yes
No

26. In the past five years, has the individual(s) with ASD been admitted to a hospital or hospital-like setting
for behavioral or psychiatric reasons?
Yes
No

27. Please select your top five (5) highest priority ASD related services that the individual(s) with ASD and
your family need but are either not receiving or could benefit from receiving additional support (outside of
the school setting).
Service coordination / Case management
Mental health counseling
Behavior Interventions (e.g., ABA therapy)
Speech / language therapy
Occupational therapy
Physical therapy
One-on-one support
Crisis / emergency support
Medication management
Educational advocacy (e.g., IEP Support)
Summer camp
Social skills training
Daily living skills (e.g., hygiene, sleeping, dressing, toilet)
Transition planning (e.g., post high school planning)
Vocational training
Supported employment
Development training / Adult day programs
Recreational and social opportunities
Group home options
Respite care

After school care
Weekend child care
Family counseling
Sibling support groups
Sibling mental health counseling
Parent support groups
Parent mental health groups
Access to ASD resources, information, and referrals
Resources to assist in making future plans for individual(s)
Other (please specify)

28. Would you like to provide additional detail regarding your selection of the highest priority services in
Question 27?

29. Are there other service areas (not included above) related to ASD that you feel that need to be
increased in McHenry County? Please explain.

