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I respectfully request that Senate Bill 74 be scheduled for a hearing in the House Health and Social 
Services Committee.

I am providing a background packet for Senate Bill 74 including a current version1 of the bill with 12 
Senate co-sponsors and 15 House cross-sponsors, a sponsor statement, a sectional analysis, letters of 
support and background information about autism and autism treatment.

Please feel free to contact me, or my aide Amory Lelake, at 465-3704 with any questions.

Thank you for your consideration.
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S p o n s o r  S t a t e m e n t  -  S e n a t e  B i l l  7 4

SB 74 -  An act requiring insurance coverage for autism spectrum disorders

Autism is a devastating disorder affecting at least 1 in 110 American children. Despite being treatable, 
many children diagnosed with an Autism Spectrum Disorder (ASD) never receive the treatment they 
need. In fact, most insurance plans explicitly exclude treatment of ASDs, even when the service is 
otherwise covered by the health plan.

SB 74 would require insurance coverage for autism spectrum disorders, including the behavior 
therapies that after 30 years of study have shown to be the only effective treatment of these disorders. 
One of the nation’s foremost actuarial firms has studied the cost of providing insurance coverage for 
autism spectrum disorders, and concluded that the cost to policy holders in Alaska would be minimal, 
estimated at around 0.39% of insured premiums across all markets or $1.34 per policy holder per 
month. This legislation allows Alaska to start this process on our own terms, without a federal 
mandate, and gives the state the needed time to build capacity to meet the demands created by SB 74.

Treatment has been shown to improve, often significantly, the symptoms of ASD. In some cases, 
effective treatment eliminates the need for special education services for a child with ASD. The cost 
savings in special education alone amounts to approximately $208,500 per capita while the child is in 
school. This number rises to over $1.08 million over the autistic person’s lifespan. Furthermore, the 
incremental societal cost of not treating autism has been estimated to be approximately $3.2 million 
per capita.

Coverage of ASDs by insurers would not only provide a needed service to those families suffering 
directly from the affects of a child with autism, but saves the state and taxpayers exponentially over the 
lifespan of those diagnosed with autism. Though there is no cure for ASDs, this legislation would help 
significantly to treat individuals and families suffering from these disorders. Prompt passage o f this 
legislation would allow the state to reap the health and economic benefits that would result from 
covering ASDs.

I respectfully ask for your careful consideration and support of SB 74.
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F IS C A L  N O TE

Analysis

This legislation mandates coverage fo r the  diagnosis and trea tm ent of autism spectrum disorders in any plan offered  
by a health care insurer. The Division does not expect a fiscal impact as a result o f this legislation.

S T A T E  O F A L A S K A  B IL L  NO. SB 74
2012 L E G IS L A T IV E  SESSIO N

(Revised 11/28/2011 OMB) Page 2 of 2



L E G A L  S E R V IC E S

(907) 465-3867  or 465-2450  
FAX (907) 465-2029  
Mail Stop 3101

DIVISION OF LEGAL AND RESEARCH SERVICES 
LEGISLATIVE AFFAIRS AGENCY 

STATE OF ALASKA State Capitol 
Juneau, Alaska 99801-1182  

Deliveries to: 129 6th St., Rm. 329

M E M O R A N D U M March 28, 2011

SUBJECT: Sectional summary; insurance for autism spectrum disorders 
(SB 74, Work Order No, 27-LS0443\A)

TO: Senator Johnny Ellis
Chair of the Senate Rules Committee
Attn: Amory Lelake

FROM:
Legislative Counsel

You have requested a sectional summary of the above-described bill.

As a preliminary matter, note that a sectional summary of a bill should not be considered 
an authoritative interpretation of the bill and the bill itself is the best statement of its 
contents.

Section 1. Requires a health care insurer to provide coverage for the costs of the 
diagnosis and treatment of autism spectrum disorder under a treatment plan prescribed by 
a physician or psychologist. Coverage is required only for individuals under 21 years of 
age; must not limit the number of visits for treatment; is subject to the same copayment, 
deductible and coinsurance terms applicable to other health care services; and may be 
coordinated with an education program. The health care insurer may not refuse to cover 
an individual or terminate coverage because the individual is diagnosed with autism 
spectrum disorder.

Section 2. The Act applies to a health care insurance policy effective after January 1,
2012.

Section  3. P rov ides for an  im m edia te  effec tive  date.

DCBdjw 
11-199.1j w



GOVERNOR'S COUNCIL ON DISABILITIES AND SPECIAL EDUCATION

A u tism  In s u r a n c e  R e fo rm
(The Council supports HB 79, Requiring Insurance Coverage for Autism Spectrum Disorders) 

WHAT:

• Autism  is a disorder affecting at least 1 in 110 children with approxim ately 1 in 500 
requiring significant clinical treatment. Alaska currently has around 1,512 children and 
youth under the age of 21 who have autism; approximately 454 need significant clinical 
treatment.

RECOMMENDED INSURANCE REFORM

• The Governor's Council on Disabilities and Special Education recommends that 
private, state employee and university employee insurance policies provide coverage 
for the diagnosis and treatment of autism spectrum disorders, including but not 
limited to applied behavior analysis, the leading evidence-based intervention for 
autism.

■S Must be prescribed by a licensed physician, psychologist or advanced nurse 
practitioner.

■ / Must be provided by an autism service provider as identified in a treatment plan 
developed following a comprehensive evaluation.

S  Must identify the medically necessary pharmacy care, psychiatric care, 
psychological care, rehabilitative care and therapeutic care.

WHY:

• Most insurance policies specifically exclude coverage for treating autism, even when 
the services are otherwise covered by the health plan.

• Because Alaska law does not require insurance coverage for autism services, families 
that do not qualify for DHSS services pay out of pocket, often as much as $50,000 per 
year or more; in some instances, bearing this burden results in divorce or bankruptcy.
Families that cannot afford to do so, go without crucial intervention.

• Autism  is treatable. 40 years of research shows that with treatment, many children 
overcome the severe symptoms of their disorder.

S  About half the children who receive intensive early intervention achieve normal 
functioning after 2-3 years of treatment

■S There is an average gain of 22 IQ points
S  1/3 gained 45 IQ points
S  Nearly 50% of those receiving intensive early intervention do not require lifelong 

services and supports

(Continued on back side)
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GOVERNOR'S COUNCIL ON DISABILITIES AND SPECIAL EDUCATION

A u tism  I n s u ra n c e  R e fo rm
(The Council supports HB 79, Requiring Insurance Coverage for Autism Spectrum Disorders)

• The earlier the diagnosis, the more effective treatm ent is. The diagnostic process 
involves a com prehensive assessment (neuro-developmental pediatrics, psychology, 
speech, occupational and physical therapy, ophthalmology, audiology) by a 
multidisciplinary team . Only those children who meet specific medical criteria are 
diagnosed with autism.

• Treatm ent equals savings. With treatment, Alaska will see savings of $208,500 per 
capita in avoided special education costs and lifetime savings of $1.08 million per capita. 
Treatm ent may include the following medically necessary services.

S  Pharmacy, psychiatric, psychological, rehabilitative and therapeutic care.
S  Habilitative care includes applied behavior analysis (the design, implementation 

and evaluation of environmental modifications to produce socially significant 
im provem ent in human behavior or to prevent the loss of an attained skill or 
function.

• W ithout treatm ent it is estimated that it will cost the state $3.2 million per capita.
(Michael Ganz, Harvard economist)

• Coverage of m edically necessary autism treatm ent in Alaska will enable many children 
to access the services they need and live more productive lives.

• The costs of this insurance reform are small and will have very little impact on the cost 
of health insurance premiums for the individual consumer.

S  According to a February 9, 2010 actuarial study conducted by Oliver Wyman  
Actuarial Consulting, Inc. the "Middle" estimate is that, in the long-term, the 
premium increase associated with the mandated benefits for private insurance 
plans would be about 0.39% of insured premiums across all markets or $1.34 per 
policyholder per month. Note: the original estimate was 0.02% or $3.60 per 
policyholder per month; it was revised based on the actual experiences of states 
that have enacted autism insurance reform.

S  The Council estim ates government programs such as the State of Alaska and/or 
the university system would have cost increases comparable to large insured 
groups. This would translate into an increased cost to the State of Alaska of 
$1.34 per state employee per month. Note: the Division of Insurance's actuarial 
consultants, Buck Consultants, estimated a rate of 1-3% or $3.20 per member 
per month based on the nationwide trends of children being diagnosed with 
autism over the past 10 years. However, the actual experiences of government 
insurance programs that implemented autism insurance reform were closer to 
the $1.34 per member per month figure cited above.

s  South Carolina's State Employee Health Plan experience has been far less than 
$1.34. In year one it was 20 cents per member per month and in year two it was 
44 cents per mem ber per month.

PO  Box 240249, Anchorage, A K  99524-0249 
Phone (907) 269-8990 ■ Toll Free (888) 269-8990 Fax (907) 269-8995
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Actuarial Cost Estimate -  Alaska HB 79 / SB 74

Executive Sum m ary
Oliver Wyman Actuarial Consulting, Inc. (Oliver Wyman) has been engaged by Autism 
Speaks to develop a cost model in order to analyze and estimate the impact of insurance 
benefits for autism spectrum disorders (ASD) under Alaska House Bill 79 and Senate Bill 74, 
which are identical bills that will be referred to as “HB 79 / SB 74” throughout this report.

The most significant class of treatments covered under HB 79 / SB 74 are behavioral health 
treatments, which are referred to as applied behavior analysis, or “ABA” throughout this 
document since ABA is one of the most common behavioral health treatments and the 
general approach and costs for ABA are assumed to be similar to those of other behavioral 
health treatments. The key provisions of HB 79 / SB 74 are explained further in Section 4 of 
this report.

Our analysis involved developing a robust model that reflects the likely behavior of 
consumers, providers and insurers of ABA services, and includes Alaska demographic and 
insurance market information. Key assumptions, including the treated prevalence of ASD, 
the age of diagnosis, ABA program utilization by age, ABA annual costs by age, and 
additional other (i.e., not ABA) medical costs, as well as the modeling methodology are 
explained in detail in Sections 5 and 6 of this report and summarized through graphs in the 
Appendix.

Our analysis included scenario testing to develop cost estimates under a range of 
assumptions. Our “Middle” estimate is that, in the long-term, costs would increase by about
0.39% of premiums and premiums would increase about 0.45% should HB 79 / SB 74 be 
enacted. Our estimated range of long-term premium increases is 0.28% to 0.68% based on 
our “Low” and “High” estimates.

We expect that premium increases would be lower in the years immediately following the 
passage of a law consistent with the provisions of HB 79 / SB 74, with first year cost 
increases in the range of 0.09% to 0.45% percent of premiums. Our expectation of lower 
first year costs is based on experiences in other states that have seen low initial costs when

Oliver Wyman Actuarial Consulting, Inc. 1



Actuarial Cost Estimate -  Alaska HB 79 I SB 74

ASD benefits are first covered. These lower costs can be expected due to the lags typically 
seen in accessing new benefits and the limited supply of ABA providers.

The estimated cost increases for our “Middle” scenario, along with some statistics for the 
individual, small, and large group markets, are shown in the table below.

Long-Term  C o st E st im a te s  - “M iddle” C o st S ce n a rio

Market
Individual Small Group Large Group All

Covered Persons 
Average Premium per Person

25,000
$2,800

39,000
$5,500

52,000
$4,700

116,000
$4,559

Annual Claim Cost per Covered Person 
Claim Cost as a Percentage of Premium

$17.60
0.63%

$17.60
0.32%

$17.60
0.37%

$17.60
0.39%

Estimated Premium Increase with Admin @ 15% 
Premium Increase as a Percentage of Premium

$20.70
0.74%

$20.70
0.38%

$20.70
0.44%

$20.70
0.45%

For our scenario testing we varied the assumptions that drive cost estimates. The 
assumptions under the “Low,” “Middle,” and “High” scenarios and premium increase 
estimates are summarized in the table below.

Scenario

% Autistic Disorder 
Diagnosed Under 

Age 6 Starting ABA

Program Cost - 
Autistic Disorder 

(Ages 0-6)
Avg. Annual 

non-ABA Cost

Premium 
Increase per 

Covered
Premium Increase 

(% of Premium)
Low 50.0% $50,000 $2,350 $12.80 0.28%

Middle 65.0% $65,000 $3,525 $20.70 0.45%
High 80.0% $83,718 $4,700 $30.90 0 .68%

While this analysis focused primarily on estimating the insured costs of covered medical 
benefits associated with HB 79 / SB 74, in Section 8 we summarize information related to the 
lifetime costs of ASD, which include the costs associated with medical services, education, 
custodial care and the lost productivity and wages of individuals affected by ASD, as well as 
their family caregivers.

Based on the results of several studies, we expect that the costs of ABA treatments covered 
under HB 79 / SB 74 could be recovered through reductions in educational and medical 
expenditures alone. We also expect that benefits associated with successful treatments would 
reduce future costs of caring for individuals with ASD, and improve both the productivity 
and the quality of life for individuals with ASD, as well as their family caregivers.

Oliver Wyman Actuarial Consulting, Inc. 2
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Background
Oliver Wyman Actuarial Consulting, Inc. (Oliver Wyman) has been engaged by Autism 
Speaks to develop a cost model in order to analyze and estimate the impact of legislation 
providing for additional insurance benefits for autism spectrum disorders (ASD) on insurance 
premiums. As part of this work, Oliver Wyman has developed a range of independent 
estimates of the impact of HB 79 / SB 74 on insurance premiums, which provides coverage 
for the diagnosis and treatment of autism spectrum disorders.

Oliver Wyman is a part of the Marsh & McLennan family of companies. With over 60 
members of the American Academy of Actuaries, Oliver Wyman is one of the largest 
actuarial practices in North America. Oliver Wyman’s health practice, which has fourteen 
credentialed actuaries, advises insurers, regulators, governments, interest groups, and others.

This report, along with its supporting analysis, was developed by Marc Lambright, a 
Principal and consulting actuary in Oliver Wyman’s Philadelphia office. Marc is a Fellow of 
the Society of Actuaries and a member of the American Academy of Actuaries and is 
professionally qualified to analyze the cost impact of HB 79 / SB 74 and provide the 
estimates shown in this report. As part of Oliver Wyman’s quality assurance process, the 
underlying analysis and this report were independently peer reviewed by another credentialed 
Oliver Wyman actuary.

Oliver Wyman Actuarial Consulting, Inc. 3
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Scope and Lim itations
The intent of this analysis is to provide a reasonable range of estimates for the incremental 
insured costs of the ASD benefits provided for in HB 79 / SB 74 and the associated premium 
impact on the individual, small group, and large group markets affected by HB 79 / SB 74. 
This analysis also identifies and partially quantifies identified offsetting cost savings 
associated with successful ASD treatment.

We note that cost estimates associated with autism coverage legislation have varied widely 
state to state based on state specific differences in legislation and the methods and 
assumptions used in estimating costs, though typically independent estimates show premium 
increases due to legislation covering additional autism benefits of less than 1%. A March 
2009 report by The Council for Affordable Health Insurance (CAHI) states: “CAHI’s 
actuarial working team estimates that an autism mandate increases the cost of health 
insurance by about 1 percent.” 1 The reason for this variability is that the largest component 
of the increase in costs under HB 79 / SB 74 is due to the coverage of behavioral therapies, 
including applied behavior analysis (ABA), which is almost universally excluded from health 
coverage, and therefore very little mature insured data exists for use in developing credible 
utilization and unit cost estimates for ABA.

The reader is further cautioned that the ultimate cost of covering ABA benefits is uncertain; 
however, this analysis reflects the likely behavior of consumers, providers and insurers of 
ABA services in developing the assumptions underlying the cost estimates. Likewise, the 
additional costs for medical services other than ABA are uncertain. Insurance policies often 
cover some services for children diagnosed with an ASD, although the legislation could 
cause the insured costs for certain services to increase because ASD exclusions or limitations 
are common, and certain services that may have been initially denied or terminated following 
utilization review or benefit limitations might be covered due to HB 79 / SB 74.

1 The Council for Affordable Health Insurance. “The Growing Trend Towards Autism Coverage.” March 2009. 

Oliver Wyman Actuarial Consulting, Inc.
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Description of Key HB 79 I SB 74 Provisions and their 
Im pact on Covered Benefits
Insurance Markets Covered by HB 79 / SB 74
The Bills state: “Except for a fraternal benefit society, a health care insurer that offers, 
issues for delivery, delivers, or renews a health care insurance plan in this state shall 
provide coverage for the costs o f the diagnosis and treatment o f autism spectrum disorders. ”

In our modeling we are assuming that this means that HB 79 / SB 74 applies to health 
insurance contracts in the individual, small group, and large group markets.

Covered Benefits
HB 79 / SB 74 provides for the diagnosis and treatment for autism spectrum disorders, where 
covered services are outlined in the following language:

“Covered treatment may include medically necessary pharmacy care, psychiatric care, 
psychological care, habilitative or rehabilitative care, and therapeutic care. ”

“'habilitative or rehabilitative care ’ means professional counseling, guidance services, and 
treatment programs, including applied behavior analysis or other structured behavioral 
therapies necessary to develop, restore, and maintain the functioning o f an individual to the 
maximum extent practicable; in this paragraph, 'applied behavior analysis ’ means the 
design, implementation, and evaluation o f environmental modifications, using behavioral 
stimuli and consequences, including direct observation, measurement, and functional 
analysis o f the relationship between environment and behavior, to produce socially 
significant improvement in human behavior or to prevent the loss o f an attained skill or 
function ”

The inclusion of applied behavior analysis (ABA), and other behavioral therapies is 
especially important, and the coverage of these types of programs has the most significant 
impact on the cost of covered benefits under HB 79 / SB 74.

Oliver Wyman Actuarial Consulting, Inc. 5
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ABA may include 30-40 hours of therapy a week, though many programs would not utilize 
that level of resources. Key assumptions underlying our ABA cost estimates which also 
consider costs of other intensive programs are outlined in Section 6.

Oliver Wyman Actuarial Consulting, Inc. 6
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Modeling Methodology
The following discussion outlines the general modeling methodology used to develop our 
cost estimates. Estimates were developed both on a per covered person per year basis and as 
a percentage of average annual premiums, as shown in Section 7. Details of key assumptions 
are discussed in Section 6 and illustrated graphically in the exhibits shown in the Appendix.

Modeling Perspective
Our model was developed to produce costs under a range of assumptions, but generally 
assumes that a sufficient supply of providers would be available to meet the demand for 
autism services, especially with regard to ABA services. It also assumes that there would be 
sufficient awareness of autism and motivation (primarily by parents) to seek treatment so that 
the diagnosis and treatment of ASDs would be more in line with CDC diagnosed prevalence 
estimates. We would expect that it would take a minimum of several years for both the 
supply of providers to meet the demand for ASD services and for parents of autistic children 
to aggressively seek treatment of their children’s disorders.

In spite of these real limitations that will likely limit short-term costs associated with autism 
benefits covered due to HB 79 / SB 74, we feel that it is appropriate from a public policy 
perspective to look at the costs over a longer term and assume that both awareness of ASDs 
will increase and that supply and demand for ASD services would eventually be in balance. 
We have developed our estimates with this in mind.

Acknowledging that short-term costs are also important to policymakers, in the following 
discussion outlining our cost estimates, we have included illustrative exhibits showing the 
possible progression of costs for additional covered benefits by assuming that initial costs 
would be roughly one-half of the long-term estimates. We also assumed that it would take 
five years for costs to reach their ultimate levels, although these assumptions varied by cost 
scenario.

Oliver Wyman Actuarial Consulting, Inc. 7
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E m erg in g  C o s t E x p e rie n c e  for A utism  C o v e ra g e
While actual cost experience is limited, there have been some examples of emerging 
experience reported in various forums that are indicative of the costs of autism insurance 
laws being modest. These examples of emerging experience are not inconsistent with the 
cost estimates in this report.

South Carolina State Health Plan -  Calendar year 2010 costs of approximately $2 million 
for 350,000 to 390,000 members. This represents an increase of about 0.1% to 0.2% in 
medical costs.2

The Ohio State University3
Percentage of Claim Cost Experienced by OSU Managed Health Care Systems Inc. (MHCS) 
for Autism Treatment:
2006 0 .15%
2007 0 .15%
2008 0 .12%

Aetna Texas- Comments to press indicated increased costs equal to approximately 0.1% of 
premium in the year after the Texas autism law was enacted. Aetna noted in December 2008 
that it had tracked the cost of the autism coverage legislation in Texas for its first year of 
existence and found that it increased costs for policyholders who filed autism-related claims 
by $379 a month. A total of 235 policyholders had filed autism claims in the state as of the 
time the data was released. At that time, the company had not decided whether to pass those 
costs on to the policyholders because the cost of the legislation might change after the first 
year.4 While this is only first year experience for a single insurer, it illustrates that initial 
costs after the passage of autism insurance legislation are likely low. Aetna’s Texas block of 
business is quite large (approximately $1.5 - 2.0 billion in premium5), so the statistics 
provided indicate a cost of less than 0 .1% of premium.

2 APS Healthcare South Carolina state employees’ plan experience.

3 Robert Meier Ohio legislature testimony submitted March 17, 2009.

4 Associated Press. Lawmaker: Oklahoma autism bill has momentum. December 4, 2008. 
http://newsok.com/article/3327594. Accessed January 2009.

5 NAIC Annual Statements for 2007.
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G e n e ra l M odeling  P ro c e s s
The modeling process employed to develop our cost estimates was as follows:

1. A treated prevalence estimate for Alaska was developed based on the Center for Disease 
Control and Prevention’s (CDC) Mortality and Morbidity Weekly Report (MMWR) on 
autism prevalence dated December 18, 2009.

2. Prevalence rates by diagnostic subtype (Autistic Disorder, PDD-NOS, and Asperger’s 
Syndrome) were estimated separately, since diagnosis patterns and service utilization 
could reasonably be expected to vary by how severely affected an individual with ASD 
is and by diagnostic subtype.

3. The percentage of children diagnosed by age for each diagnostic subtype was estimated 
so that the average ages of diagnosis implicit in the modeling are consistent with 
publicly available age at diagnosis statistics.6

4. The percentage of diagnosed children who could be expected to have an ABA program 
was estimated for each age based on assumptions regarding the percentage of children 
that would start a program and typical program continuance.

5. A distribution of the number of annual hours for ABA by age was developed based on 
ABA provider input and an assumption that utilization review by insurers would impact 
utilization to some degree.

6. Based on the assumed treatment prevalence, likelihood of having an ABA program, 
assumed distribution of ABA program hours, and estimated ABA program cost per hour 
of therapy, ABA cost estimates by age were developed.

7. Non-ABA costs were estimated based upon studies of medical costs for children 
diagnosed with ASD, and the potential increase in costs that could be expected due to 
HB 79 / SB 74 benefits.

8. Based on Census demographic data and the cost estimates associated with HB 79 / SB 
74’s coverage of ASD services by age as outlined in 1-7 above, an annual cost per 
covered person was developed.

9. The cost of services was increased to reflect administrative and other insurer costs or 
profit charges.

10. The estimated size of the covered market was developed based on Census, Medical 
Expenditure Panel Survey (MEPS) enrollment and premium information for Alaska, and 
Kaiser Family Foundation coverage data. These assumptions are further explained and 
documented in Section 6.

11. The incremental costs of the ASD services per covered person and as a percentage of 
premiums were calculated based on the model cost estimates and market data under a 
range of assumptions to develop “Low,” “Middle,” and “High” cost scenario estimates.

6 IAN database. http://dashboard.ianexchange.org/StateStatsAdvanced.aspx7A l=OR&ADU=T. Accessed January 2011. 
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Sum m ary of Key Assum ptions
Key assumptions underlying the cost estimates for the proposed HB 79 / SB 74 covered 
benefits are summarized in this section. In order to better illustrate the sensitivity of costs to 
various assumptions, we developed assumptions for “Low,” “Middle,” and “High” cost 
scenarios. Appendix 1 further illustrates these assumptions for the “Middle” scenario.

T re a te d  P re v a le n c e  a n d  A g e  a t  D iag n o sis
The December 18, 2009 CDC MMWR7 report included the following information related to 
the prevalence of ASD:

1. Children aged 8 years with a notation o f an ASD or descriptions consistent with an ASD 
were identified through screening and abstraction o f existing health and education 
records containing professional assessments o f the child’s developmental progress at 
health-care or education facilities. Children aged 8 years whose parent(s) or legal 
guardian(s) resided in the respective areas in 2006 met the case definition for an ASD if  
their records documented behaviors consistent with the Diagnostic and Statistical 
Manual o f Mental Disorders, 4 th edition, text revision (DSM-IV-TR) criteria for autistic 
disorder, pervasive developmental disorder-not otherwise specified (FDD NOS), or 
Asperger disorder. Presence o f an identified ASD was determined through a review o f 
data abstracted from developmental evaluation records by trained clinician reviewers.8

2. In 2006, the overall identified ASD prevalence per 1,000 children aged 8 years varied 
across ADDMsites ... The average across all 11 sites was 9.0 (Cl = 8.6-9.3) per 1,000 
children.9 A prevalence rate of 9 per 1,000 is approximately 1 in 110.

7 Centers for Disease Control and Prevention. Morbidity and Mortality Weekly Report. December 18, 2009. 
http://www.cdc.gov/mmwr/PDF/ss/ss5810.pdf. Accessed February 2011.

8 Ibid, p. 1.

9 Ibid, p. 7.
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3. In general, estimated ASD prevalence was lower in ADDM sites that relied solely on 
health sources to identify cases (mean: 7.5per 1,000population; Cl = 7.0 -  7.9) 
compared with sites that also had access to education sources.'0

4. Among all children meeting the ADDM ASD surveillance case definition, approximately 
77% had a documented ASD classification in their records."

5. All children initially identified for screening were first stratified by two factors highly 
associated with final case status: information source (education only, health only, or 
both types o f sources) and the presence or absence o f either an ASD ICD-9 code (299.0 
or 299.8) or an autism special education eligibility. The potential number o f cases 
missed because o f missing records, and the impact on prevalence, was estimated on the 
assumption that within each o f the strata, the proportion o f children with missing 
records who ultimately would be confirmed as having ASD cases would have been 
similar to that o f children for whom no records were missing.12

In estimating treated prevalence, which drives medical services utilization and costs, we used 
the population prevalence as a starting point, and then made adjustments based on details in 
the MMWR study which would indicate that treated prevalence could be expected to be 
lower than population prevalence. Treated prevalence rates would be expected to be lower 
than population prevalence rates for several reasons:

1. As noted in 4. above, approximately 77% of children meeting the ADDM ASD 
surveillance case definition had documented ASD classification in their records. Without 
a documented ASD diagnosis, it is not likely that someone would receive treatments for 
ASD covered by insurance. Note 77% of the 9.0/1,000 population prevalence means a 
documented diagnosis prevalence rate of approximately 1 in 144.

2. There is a reasonable expectation that covered medical ASD services would be supported 
by documentation in health records. Based on a review of health records only, the 
population prevalence of ASD is approximately 7.5/1,000, or 1 in 133.

3. The CDC methodology assumed that where records and information were missing, the 
proportion of children with missing records who ultimately would be confirmed as 
having ASD would have been similar to that of children for whom no records were 
missing. There is a reasonable likelihood that records would be less likely to be missing 
for children with documented ASD diagnoses who would seek treatment.

4. With ASD, as with any other disease or disorder, there will be some subset of the 
diagnosed population that will not seek treatment for any number of reasons.

Based on our analysis of the CDC report, including the key items from the report noted 
above, a reasonable assumption for the treated prevalence of ASD is 1 in 150.

10 Ibid, p. 7.

11 Ibid, p. 9.

12 Ibid, p .7 .
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Prevalence by diagnostic subtype was estimated based on an academic study published in the 
American Journal of Psychiatry.13 As noted in the previous section, the percentage of 
children diagnosed by age for each diagnostic subtype was estimated so that the average age 
of diagnosis implicit in the modeling is consistent with publicly available age at diagnosis 
statistics.

The treated prevalence and age at diagnosis assumptions for Alaska are shown below:

The average age of diagnosis stated in the 2009 CDC MMWR report is 53 months,14 which is 
higher than the average age used in our cost modeling of about 42 months. We believe that 
this difference is reasonable and explainable in that we are using parent reported data that is 
likely provided by the same parents who would most likely utilize insured benefits. Note, a 
lower age of diagnosis results in higher cost estimates, all other things being equal.

ABA P ro g ra m  U tilization a n d  C o s t
ABA Program Utilization bv Age
ABA programs require a significant commitment from affected children, as well as their 
families. It is likely that a significant number of ASD children will not have an ABA 
program regardless of the availability of a provider, and many others diagnosed with ASD 
may have difficulty accessing a provider. We also note that the most severely affected 
children with the diagnostic subtype of Autistic Disorder will be more likely to have 
behavioral programs than those with PDD-NOS or Asperger’s and will also, on the whole, 
have more intensive programs.

For this reason, we have assumed that 50% to 80% of children with Autistic Disorder (50% 
for “Low” scenario, 65% for “Middle” and 80% for “High”) diagnosed under age six will 
begin an ABA program. Based on discussions with ABA providers and researchers, actual 
utilization of ABA programs has been lower in many cases due to the lack of providers, the 
lack of coverage, and to some extent the limited understanding of ABA programs and their 
efficacy. As noted later, we make an adjustment to reflect lower cost estimates for PDD- 
NOS and Asperger’s. Implicit in that adjustment is an expectation of lower ABA utilization 
for these two diagnostic subtypes.

13 Fombonne, E. and S. Chakrabarti. American Journal o f  Psychiatry. June 2005.

14 Centers for Disease Control and Prevention. Morbidity and Mortality Weekly Report. December 18, 2009. p. 9.

Alaska T reated  Prevalence
Ultimate A verage Age 

D iagnostic Subtype P revalence of D iagnosis
Autistic Disorder 1 in 450 3

PDD-NOS 1 in 300 3
Asperger's 1 in 900 6

3
3
6

All ASD 1 in 150
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In Minnesota, a state that is widely regarded as having some of the most extensive ABA 
coverage and services in the nation, provider data indicates ABA utilization of approximately 
20% of diagnosed three to six year olds15, which is lower than assumed in each of the 
scenarios in our modeling. While our range of assumptions for ABA utilization may appear 
conservative, and likely is conservative in the near-term, we feel that the range is reasonable 
since insurers will likely have some conservatism in their cost estimates and premium rates. 
Private insurance utilization will also likely be higher than under the public/private programs 
in Minnesota, and utilization could increase over time due to increased awareness of ASD, 
and potentially, an increased supply of ABA providers.

In addition to the likelihood of starting a program, program continuance assumptions have a 
very significant impact on overall ABA utilization and cost estimates. ABA programs are 
generally geared towards addressing deficits in younger children and are not intended to be 
continued indefinitely. For this reason, we have assumed that no programs would terminate 
prior to school age, that a large percentage of ABA programs would terminate at ages six and 
seven, when an autistic child could be expected to enter elementary school, and annually 
thereafter a large percentage of remaining programs would terminate until only a very small 
percentage of children have ABA programs by the time they reach their teenage years. 
Programs would be expected to terminate if a child has experienced sufficient progress such 
that a program is no longer necessary or if the insurer or family sees no progress, as well as 
for other reasons.

The assumed percentage of children diagnosed with Autistic Disorder that have an ABA 
program by age for our “Middle” scenario is shown in the table below:

% of D iagnosed C hildren 
with A utistic D isorder with ABA

Under 6 65.0%
6 48.8%
7 32.5%
8 21.7%
9 14.4%

10 9.6%
11 6.4%
12 4.3%

13 to 21 3.3%

ABA Program Annual Number of Hours
In developing the assumed annual ABA program hours, we discussed typical ABA 
programming with ABA providers, and reviewed benefit materials from one of the large self- 
insured employer who offers ABA benefits.16 We developed a distribution of expected hours 
for a child with Autistic Disorder that resulted in the annual averages shown in the following 
table:

15 Discussion with Dr. Eric Larsson Executive Director, Clinical Services, The Lovaas Institute for Early Intervention. 
Midwest Headquarters regarding ABA utilization research in Minnesota. February 2009.
16 Autism Therapy Reference- Microsoft Corporation (administered by Premera Blue Cross).
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Average A nnual ABA Program  Hours 
for a child with A utistic D isorder

Ages Under 8 1,500
Ages 8 to 12 671

Ages 13 to 21 401

The general assumption is that pre-school aged children will have programs for 20 to 40 
hours a week, averaging about 30 hours a week. This time will be reduced by over half by 
age eight, when children would be expected to be in school and the school system would be 
required to provide services during the school day. It would then again be reduced 
significantly at age 13, as the child ages and ABA programs would be expected to be less 
time consuming and address a smaller number of behavioral deficits.

Cost per Hour of ABA Service
In developing the costs per hour, we reviewed ABA program staffing information and ABA 
provider wage and overhead cost assumptions. We developed an average cost for the entire 
United States and then adjusted this for Alaska, based on Bureau of Labor Statistics17 health 
care wage data. The resulting average cost per hour of ABA therapy in Alaska is about $56 
for a program based on the assumption that staffing will be in line with what best practices 
might recommend. This is the cost underlying our “High” assumption, though we note that 
costs would vary based on the mix of professionals and technicians providing the services, 
and likely would be lower if less experienced ABA practitioners need to be employed to 
meet the increasing demands for services. Costs will vary, as well, depending upon the 
degree of care management employed by a given payer.

Range of Annual ABA Program Costs for Scenario Estimates
Given the actual cost of an ABA program could vary significantly for many reasons, we have 
assumed annual average program costs by scenario for a child with Autistic Disorder being 
treated with an intensive ABA program as follows:

“Low” cost scenario - assumes average ABA program cost is $50,000 per year. 
“Middle” cost scenario - assumes average ABA program cost is $65,500 per year. 
“High” cost scenario - based on the assumptions outlined in this section for the 
continuance of ABA programming, 1,500 annual hours for ABA programming for 
children younger than age 8, and an hourly rate of slightly under $56, the calculated 
average annual cost for an ABA program for all ages is $83,718.

After developing cost estimates for ABA for children diagnosed with Autistic Disorder, we 
assumed that for children diagnosed with PDD-NOS or Asperger’s, ABA costs would be 
one-third of the Autistic Disorder costs. The basis for this adjustment is that children with 
these two diagnoses can be expected to utilize ABA programs at a significantly lower rate 
than those with Autistic Disorder, and have less intensive programs (i.e., programs with 
fewer weekly and annual therapy hours). The one-third factor applied to overall costs 
reflects the combination of lower utilization and fewer therapy hours.

17 BLS wage data, http://www.bls.gov/guide/geography/wages.htm. Accessed January 2011 
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O th e r  (th an  ABA) M edical C o s ts
Based on several studies18, we estimated that children with ASDs had costs covered by 
insurers of approximately three times the average for non-inpatient medical services under 
current benefit programs. It is also clear that under HB 79 / SB 74 some services that an 
insurer could currently deny or exclude would now be covered. In our range of estimates, we 
assumed that this additional coverage would result in increased insured medical costs of 50% 
to 100% of the current level of estimated covered non-inpatient costs for services to all 
children diagnosed with an ASD, which we assumed are currently three times higher than the 
population costs in the absence of the benefits under HB 79 / SB 74 for children/dependents 
under age 21 diagnosed with an ASD.

The estimated annual cost for additional non-ABA services (note many non-ABA medical 
services are already provided to individuals with ASD) that would be covered as a result of 
HB 79 / SB 74 are shown for each scenario in the table below:

Scenario Non-ABA C o sts
Low $2,350

Middle $3,525
High $4,700

(Amounts in 2011 dollars)

A d m in is tra tiv e  C o s ts
Typically, medical claim costs could be expected to be 80% to 90% of premiums, meaning 
10% to 20% of premiums are available for administration, profit, or other costs, often 
collectively referred to as “retention.” We have estimated the incremental retention charge to 
be 15% of premium.

A la sk a  M ark e t D ata
The MEPS survey provides average premiums, enrollees, offer rates, take-up rates, and self- 
insured percentages by employer size for healthcare coverage sponsored by privately insured 
employers. From this data we can estimate the size of the privately insured small group, 
insured large group, and self-insured markets. State-specific premium data for Alaska was 
available for 2009 9, so we trended this data based on average recent employer premium 
increases provided in the Kaiser Family Foundation HRET20 survey to estimate the 2011 
average annual premium per member necessary to compute the cost of HB 79 / SB 74 
benefits as a percentage of annual premiums.

To estimate average premiums for the individual market, we reviewed the 2009 individual 
premium and membership experience found in the regulatory filings for insurers in Alaska.

18 Mandell, Cao, Ittenbach, & Pinto-Martin, 2006. Croen, Najjar, Ray, Lotspeich, & Bernal, 2006. Liptak, Stuart, & 
Auinger, 2006.

19 MEPS state survey data. http:/Avww.meps.ahrq.gov/mepsweb/data_stats/state_tables.jsp?regionid=-l&year=2009. 
Accessed January 2011.

20 Kaiser Family Foundation and Health Research Educational Trust. Employer Health Benefits- 2010 Annual Survey.
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We calculated the average individual premium for 2009 in Alaska, and again trended this 
amount to estimate 2011 premiums.

As part of our development of premiums and membership estimates, we completed 
reasonableness tests by reviewing Alaska insurer regulatory filings to ensure that the 
premium estimates were not unreasonable.
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Cost Estim ates

L ong-T erm  C o s t E s tim a te s  - “M iddle” C o s t S c e n a r io
The table below summarizes our “Middle” scenario average annual cost estimates and 
premium increases on a per covered person basis, and as a percentage of the annual 
premiums. Our “Middle” estimate is that, in the long-term, the premium increase associated 
with the additional benefits provided by HB 79 / SB 74 would be about 0.45% of insured 
premiums across all markets. However, we expect that costs would be lower in the years 
immediately following the passage of HB 79 / SB 74 based on experiences in other states that 
have passed legislation providing for the coverage of additional ASD benefits, lags typically 
seen in accessing new benefits, and the limited supply of ABA providers.

The estimated cost increases by market are shown in the table below. The annual claim cost 
per covered person estimate of $17.60 and premium increase estimate of $20.70 are in 2011 
dollars.

Market
Individual Small Group Large Group All

Covered Persons 
Average Premium per Person

25,000
$2,800

39,000
$5,500

52,000
$4,700

116,000
$4,559

Annual Claim Cost per Covered Person 
Claim Cost as a Percentage of Premium

$17.60
0.63%

$17.60
0.32%

$17.60
0.37%

$17.60
0.39%

Estimated Premium Increase with Admin @ 15% 
Premium Increase as a Percentage of Premium

$20.70
0.74%

$20.70
0.38%

$20.70
0.44%

$20.70
0.45%

We expect that state government programs covering state employees would have claims costs 
and claims cost increases comparable to insured large groups.
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S c e n a r io  E s tim a te s
As discussed in Section 3, limited insurance data exists that can be used to directly estimate 
the costs of ABA benefits under HB 79 / SB 74. This causes uncertainty in developing 
actuarial assumptions and cost estimates. Due to this uncertainty, it is useful to develop cost 
estimates for scenarios using optimistic and pessimistic assumptions.

Cost estimates are very sensitive to various assumptions, especially those related to ABA 
utilization and costs. Therefore, we varied our assumptions to develop estimated costs for 
ASD services under “Low,” “Middle,” and “High” cost scenarios, as shown in the table 
below:

Scenario

% Autistic Disorder 
Diagnosed Under 

Age 6 Starting ABA

Program Cost - 
Autistic Disorder 

(Ages 0-6)
Avg. Annual 

non-ABA Cost

Premium 
Increase per 

Covered
Premium Increase 
(% of Premium)

Low 50.0% $50,000 $2,350 $12.80 0.28%
Middle 65.0% $65,000 $3,525 $20.70 0.45%
High 80.0% $83,718 $4,700 $30.90 0 .68%

S h o rt-T e rm  C o s t E s tim a te s  by S c e n a r io
In addition to the uncertainty associated with long-term cost estimates, how quickly costs 
could reach their ultimate level is also uncertain. We have provided the table below to 
illustrate the potential short-term increases in premiums, and how they could grade into the 
long-term estimates over time.

Estim ated Increase  in Prem ium s due to  HB 79 / SB 74

S cenario Year 1 Year 2 Year 3 Year 4 Year 5
Y ears 6 and 

Beyond
Low

Middle
High

0.09%
0.23%
0.45%

0.13%
0.27%
0.50%

0.17%
0.32%
0.54%

0.21%
0.36%
0.59%

0.24%
0.41%
0.63%

0.28%
0.45%
0.68%

Individual M arket C o m m e n t
Completing an assessment ofthe potential for anti-selection to increase premium rates in the 
individual market under HB 79 / SB 74 is complicated for several reasons. Notably, the 
recent passage of Federal health care reform legislation has guaranteed issue provisions that 
would impact the coverage of individuals with ASD in the individual market. Therefore, a 
detailed analysis ofthe individual market is complicated by several matters, and is beyond 
the scope of this review.
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Cost -  Benefit Analysis for ASD Treatm ents
There have been several studies related to the efficacy of ABA treatment programs, and the 
costs associated with ASD treatments, care, and supports. In this section, we summarize 
some of these studies.

S o c ie ta l C o s ts  of A utism - G a n z  R ep o rt
One of the most often cited reports explaining the financial costs of ASD is The Lifetime 
Distribution o f the Incremental Societal Costs o f Autism by Michael Ganz, MS, PhD which 
was published in 2007. This report summarized the modeled costs of a hypothetical cohort 
of children born in 2000 and diagnosed with autism in 2003. A study result is that the 
incremental societal cost of autism is $3.2 million per capita in 2003 dollars.21 The report is 
very helpful in identifying specific costs of ASD, and in providing a framework for 
quantifying these costs, as well as providing actual cost estimates.

D irect M ed ical
■ Physician and Dental
■ Drugs
■ Complementary and Alternative Therapies
■ Behavioral Therapies
■ Emergency and Hospital
■ Home Health Care
■ Travel

21 Ganz, Michael L. The Lifetime Distribution o f  the Incremental Societal Costs o f  Autism. Archives o f  Pediatrics & 
Adolescent Medicine. April 2007. Volume 161.

Oliver Wyman Actuarial Consulting, Inc. 19



Actuarial Cost Estimate -  Alaska HB 79 / SB 74

Direct Nonmedical
■ Child Care
■ Adult Care
■ Respite Care
■ Home Improvements
■ Special Education
■ Supported Work
■ Other

Indirect
■ Own Indirect- lost productivity and lower wages
■ Not Own Indirect - lost productivity and lower wages of others (typically family)

C o s t S a v in g s  to  S ta te  a n d  Local G o v e rn m e n ts
The Ganz study is probably the most comprehensive in terms of assessing the breadth of the 
financial costs associated with caring for individuals with ASD. Several other studies have 
attempted more limited quantifications of costs and savings to governments associated with 
providing early intensive behavioral interventions (EIBI) or ABA programs for young 
children. In summary, the studies quantify the costs of EIBI, assume success rates associated 
with EIBI based on efficacy studies, and then assume cost savings to educational and other 
government financed programs, like Medicaid, associated with these treatments.

Virginia’s independent Joint Legislative Audit and Review Commission (JLARC) issued a 
report in August 2009: Report o f the Joint Legislative Audit and Review Commission To the 
Governor and The General Assembly o f Virginia - Assessment o f Services For Virginians 
With Autism Spectrum Disorders. As part of this report, JLARC reviewed several studies 
related to the efficacy of EIBI, and potential cost savings to State and Local governments 
associated with effective EIBI treatments. The JLARC report outlines their assessment of the 
cost savings associated with EIBI as follows22:

“A study published in a national journal found that Pennsylvania could save an average of 
$187,000 to $203,000 on each child who received three years of EIBI relative to one who received 
special education services until age 22. The Pennsylvania study also suggested that cost savings 
would likely continue to accrue after children exit the school system. The study found that the state 
could save from $656,000 to $1.1 million per child if expenditures up to age 55 are included. 
Another study published in a national journal found that Texas could save an average of $208,500 
in education costs for each student who received three years of EIBI relative to a student who 
received 18 years of special education from ages four to 22. Applied to the estimated 10,000 
children with ASDs in Texas, it was estimated that the state could save almost $2.1 billion by 
implementing intensive treatment programs.

By applying the methodology used in the Pennsylvania and Texas studies to Virginia-related data, 
JLARC staff estimate that the Commonwealth could save approximately $137,400 in special edu­
cation costs per student with an ASD if EIBI was consistently provided. In fact, the analysis

22 Report of the Joint Legislative Audit and Review Commission To the Governor and The General Assembly of Virginia - 
Assessment of Services For Virginians With Autism Spectrum Disorders, p. 15. http://jlarc.virginia.gov/reports/Rpt388.pdf. 
Accessed December 2009.

Oliver Wyman Actuarial Consulting, Inc. 2 0

http://jlarc.virginia.gov/reports/Rpt388.pdf


Actuarial Cost Estimate -  Alaska HB 79 / SB 74

indicates that Virginia could realize savings as long as at least 42 percent of students with ASDs 
who received EIB1 make moderate improvements (require less intensive services and fewer 
supports), which is a substantially more conservative outcome than the outcomes reported in the 
research literature. "

The actual success rates of EIBI treatments will drive the benefits derived from these 
treatments. Also, as noted in the JLARC report, moderate improvements in functioning 
could also lead to significant financial savings. The JLARC report also discusses various 
studies ofthe efficacy of EIBI and Table 3 on page 15 ofthe report summarizes the findings 
on the efficacy of EIBI of three research studies. This table is reproduced below:

T a b le  3: M u ltip le  S tu d ie s  D e m o n s tra te  C h ild re n  W h o  R e c e iv e  
In te n s iv e  T re a tm e n t F are  B e tte r T h a n  T h o s e  W h o  R e c e iv e  L ess  
In te n s iv e  S e rv ic e s

Outcomes

Group
Average Change 

in IQ Points Educational Placement
E IB I c o m p a re d  to  le s s  in te n s iv e  p u b lic  s c h o o l s p e c ia l e d u c a tio n  (2 0 0 6  s tu d y )
Treatment +25 • 29% in general class without supports

• 52% in general class with supports
Comparison + 14 • 5% in general class
E IB I c o m p a re d  to  le s s  in te n s iv e  p a re n t-tra in in g  m o d e l (2 0 0 0  s tu d y )
Treatment +16 • 27% in general class without supports
Comparison -1 • No children in general class without sup­

ports
E IB I c o m p a r e d  to  le s s  in te n s iv e  tre a tm e n t (1 9 8 7  s tu d y )
Treatment * 47% achieved IQ 

in normal range 
(94-120)

• 47% in general class without supports
• 42% in less intensive special education

class for language delayed
• 11% in intensive special education class 

for children with autism or intellectual dis­
ability (ID)

Comparison • 2% achieved IQ 
in normal range

• 2% in general class without supports
• 45% in less intensive special education 

class for language delayed
• 53% in intensive special education class 

for children with autism or ID

Note: A  more detailed table on tie  results of these studies can be found in Appendix C.

While a complete cost-benefit analysis is beyond the scope of this review, under the 
assumption that the costs of ASD services and efficacy of EIBI are in line with those 
indicated in the studies noted, we expect that the costs of ABA treatments covered under HB 
79 / SB 74 could be recovered through reductions in educational and medical expenditures, 
alone.

We also expect that benefits associated with successful treatments would be realized in the 
areas noted in the beginning of this section through reducing other costs of care and 
improving the productivity of individuals with ASD and their caregivers, in addition to non­
economic or quality of life benefits.

Oliver Wyman Actuarial Consulting, Inc. 21
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E X H IB IT  I - S U M M A R Y  O F H ou se  Bill 7 9 /S en a te  B ill 74  "M ID D L E " S C E N A R IO  A S S U M P T IO N S  A N D  C O S TS
State Alaska Kev Assumptions: % of Diagnosed ChildrenUnited States Treated Prevalence with Autistic Disorder with ABAUltimate Average Age Under 6 65.0%Diagnostic Subtvpe Prevalence of Diaqnosis 6 48.8%Autistic Disorder 1 in 450 3 7 32.5%PDD-NOS 1 in 300 3 8 21.7%Asperger's 1 in 900 6 9 14.4%All ASD 1 in 150 10 9.6%

11 6.4%Aqe Limits for Autism Benefits 12 4.3%Minimum None 13 to 21 3.3%Maximum 20 Alaska Treated Prevalence
Ultimate Average AgeAdditional Annual Medical Costs for Non ABA Services Diaqnostic Subtvpe Prevalence of Diaqnosis Average Annual ABA Proqram HoursUp to age 21 $ 3,525 per person w/ ASD Autistic Disorder 1 in 450 3 for a child with Autistic DisorderPDD-NOS 1 in 300 3 Ages Under 8 1,500Asperger's 1 in 900 6 Ages 8 to 12 671Annual Limits bv Covered Service All ASD 1 in 150 Ages 13 to 21 401

ABA
Hours Limit

No
Max Hours Dollar Limit

No
Max $s
No Cap

Average cost of ABA Program (0-6 Year Olds): $65,000

Market_____
Individual 

Small Group Large Group 
Total

Coverage Estimates

Number of Premium Total
Persons Covered (Per Person) Premium

25,000 $ 2,800 $ 70,000,000
39,000 $ 5,500 $ 214,500,00052,000 $ 4,700 $ 244,400,000

116,000 $ 4,559 $ 528,900,000

Costs Excluding Administrative Expense Premium Increase including Admin @ 15%
Costs Cost
(% of (Per Covered Incremental Premium Increase Annual Increase perCosts Premium) Person) Premium % Covered Person

$ 440,000 0.63%$ 17.60 $ 518,000 0.74% $ 20.70
$ 686,400 0.32%$ 17.60 $ 808,000 0.38% $ 20.70$ 915,200 0.37%$ 17.60 $ 1,077,000 0.44% $ 20.70
$ 2,041,600 0.39%$ 17.60 $ 2,402,000 0.45% $ 20.70



Exhibit II - Treated Prevalence by Age
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Exhibit III - Annual Cost Per Diagnosed/Treated Child
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Exhibit IV - Annual Cost Per Autistic Child
(In c lu d e s  both D iagno sed  and  U n d iag n o sed  C h ild ren )
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Exhibit V - ABA Utilization vs. Treated Prevalence
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What Does Our Research Mean 
for Autism Early Intervention?
Pat Mirenda, Ph.D. and Karen D. Bopp, Ph.D. University of British Colum bia

The following information is a summary of the implications of 
what recent UBC-based research -  funded by the Ministry of 
Children and Family Development, the Human Early Learning 
Partnership and the National Alliance for Autism Research/Autism 
Speaks -- might mean for early intervention designed for young 
children with autism spectrum disorders. This summary is based 
on the research described in five of the six webcasts—available 
via SET BC at http://www.setbc.org/—produced in October 2008.

Knowing what skills are related to development in children with 
autism spectrum disorder (ASD), can help us to understand 
why some children make a lot of progress in treatment and 
others, at present, do not. If we understand the relationship 
between the skills that children with ASD have before they start 
intervention and how they progress over time, we might be able 
to do something - for example, recommend that certain skills 
be targeted in early intervention which might ultimately lead to 
better outcomes for those children.

Overall, the research found that children who had the 
following skills before they started intervention had better 
outcomes overtime.

Predicting Early Vocabulary Development in 
Children with Autism Spectrum Disorder
(with Veronica Smith, Ph.D., and Anat Zaidman-Zait, Ph.D.)

S y n o p s is :

• Early intervention programs should assess a child's ability to 
imitate sounds and words, use gestures to share and label 
(e.g., pointing, waving, etc.), and engage in pretend play (e.g., 
pretending a block is a car, or playing dress-up).

• These skills should be targets for early intervention if a child is 
not able to do them.

Early Word Learning in Children with Autism 
Spectrum Disorder and Early Predicate 
Development in Children with Autism 
Spectrum Disorder
(with Jenea Peralejo, M.A., and Judith Johnston, Ph.D.)

S y n o p s is :

• Children with autism learn words in the same sequence or 
pattern as typically developing children—they just learn 
words more slowly.

• Speech-language pathologists and other professionals can 
use typical vocabulary development to guide the goals they 
set during early intervention.

• Early treatment should focus on teaching action and 
descriptive words (also known as predicates -  e.g., eat, love, 
hungry, big, red, under, yucky, out, etc.), and not just focus on 
object words (also known as nominals -  e.g., ball, dog, mum, 
dad, school, etc.).

http://www.setbc.org/%e2%80%94produced


What Predicts General Language 
Development in Children with Autism?
S y n o p s is :

• The ability to engage in simple social or people games and 
other play routines and to point to objects and label them 
socially to another person are both important.

• These skills require children to be able to take turns, imitate 
actions and words, and point in order to label and share 
information.

• If young children with ASD do not have these skills, they 
should be included in early intervention programs.

• All of these skills occur during social play—not play 
with toys, but play with people—so lots of social play is 
important!

UBC
Mor*

T H E  U N I V E R S I T Y  OF  
B R I T I S H  C O L U M B I A

Are Problem Behaviors Related to Language 
Development in Children with ASD?
S y n o p s is :

• The ability to pay attention to people and activities and to 
interact socially with other people are both important for 
young children with ASD in order for them to learn language.

To teach children b e t te r  attention skills, parents and 
professionals can:

• Use toys and activities that are motivating to the child. 
When something is motivating then a child is more likely 
to attend and they are also more likely to interact with 
another person.

• Structure or arrange the environment to gain the child's 
attention by reducing the number of distractions in a 
room. For example, taking down colourful mobiles from 
the ceiling, facing the child towards the walls ofthe room 
instead of toward an open area.

• Be predictable and teach within familiar routines -  Doing 
something over and over in a predictable way allows the 
child to focus on the language involved within the routine 
rather than worrying about what comes next.

• Use visual/picture supports -  pictures do not disappear like 
spoken words and so the child has a longer time to take in 
the information.

• Use visual schedules -  visual schedules allow a child to see 
what is happening next -  when there will be a break etc. -  
this allows them to concentrate more on the task at hand.

• Provide choices to give the child a sense of control.
• Get down to the child's eye level to help them focus.
• Use simple language with lots of expression to emphasize 

the key message.
• Teach or target attending skills directly within early 

intervention.
To teach children to interact socially, parents and 
professionals can:

• Make sure that learning is fun!
• Provide activities that require social skills such as turn- 

taking, imitation, and sharing another person's attention to 
a favourite toy.

• Include person-to-person games and routines (e.g., tickle play, 
chase, songs with actions, peek-a-boo, horsey rides, etc.)

BRITISH
C o l u m b ia

The Best Place on Earth

M inistry  o f 
C hildren and  Family 
Development

October, 2008 

© Pat Mirenda, Ph.D., and Karen Bopp, Ph.D.
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WHAT’S KNOWN ON THIS SUBJECT: Previous studies on the 
efficacy of early behavioral intervention for improving outcomes 
for preschool-aged children with autism have yielded promising 
results. However, no randomized clinical trials of early 
developmental behavioral intervention designed for toddlers with 
autism have been conducted to date.

WHAT THIS STUDY ADDS: This study assessed the efficacy of the 
Early Start Denver Model, a comprehensive developmental 
behavioral intervention, for improving outcomes of toddlers with 
ASD. The intervention, which was initiated when children were 
less than 2'A years, resulted in significant improvements in IQ, 
language, adaptive behavior, and autism diagnosis.

OBJECTIVE: To conduct a randomized, controlled trial to evaluate the 
efficacy of the Early Start Denver Model (ESDM), a comprehensive de­
velopmental behavioral intervention, for improving outcomes of tod­
dlers diagnosed with autism spectrum disorder (ASD).
METHODS: Forty-eight children diagnosed with ASD between 18 and 30 
months of age were randomly assigned to 1 of 2 groups: (1) ESDM inter­
vention, which is based on developmental and applied behavioral analytic 
principles and delivered by trained therapists and parents for 2 years; or
(2) referral to community providers for intervention commonly available in 
the community.
RESULTS: Compared with children who received community-intervention, 
children who received ESDM showed significant improvements in IQ, adap­
tive behavior, and autism diagnosis. Two years after entering intervention, 
the ESDM group on average improved 17.6 standard score points (1 SD: 15 
points) compared with 7.0 points in the comparison group relative to base­
line scores. The ESDM group maintained its rate of growth in adaptive behav­
ior compared with a normative sample of typically developing children. In con­
trast, over the 2-year span, the comparison group showed greater delays in 
adaptive behavior. Children who received ESDM also were more likely to expe­
rience a change in diagnosis from autism to pervasive developmental disor­
der, not otherwise specified, than the comparison group.
CONCLUSIONS: This is the first randomized, controlled trial to demon­
strate the efficacy of a comprehensive developmental behavioral inter­
vention for toddlers with ASD for improving cognitive and adaptive 
behavior and reducing severity of ASD diagnosis. Results of this study 
underscore the importance of early detection of and intervention in 
autism. Pediatrics 2010;125:e17—e23
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Autism spectrum disorder (ASD) is 
characterized by impairments in so­
cial reciprocity and communication, 
and stereotyped and repetitive behav­
iors, with onset during early child­
hood. Intellectual disability is present 
in a large proportion of individuals.1 
With a prevalence of 1 per 150,2 autism 
costs the United States $35 billion per 
year.3 The lifetime per-capita societal 
cost of autism is $3.2 million, with lost 
productivity and adult care among the 
largest costs.4 Thus, early-intervention 
methods that can improve outcome 
for individuals with ASD are of high 
importance.

The 1987 report by Lovaas5 of an early 
behavioral intervention that resulted 
in 49% of children in the study being 
mainstreamed into regular class­
rooms and showing significant IQ 
gains created a groundswell of inter­
est among parents and professionals 
in early intervention and raised ques­
tions about early plasticity in children 
with autism.6 Although subsequent in­
tervention studies, including a ran­
domized, controlled trial,7 have docu­
mented improvements in IQ for a 
subgroup of children, questions re­
garding the efficacy of early interven­
tion have remained. Many of the stud­
ies lacked methodologic rigor. Authors 
of a recent meta-analysis of the effi­
cacy of early behavioral intervention 
argued that stronger evidence that 
early behavioral intervention results 
in better outcomes than standard care 
is still needed.8

Our study was a randomized, con­
trolled trial of early intensive behav­
ioral intervention for young children 
with ASD that was funded by the Na­
tional Institute of Mental Health (Dr 
Dawson, principal investigator). It was 
hypothesized that the early interven­
tion would result in significant im­
provements in cognitive abilities of 
young children with ASD. The study dif­
fered from previous ones in several

ways. First, we maintained a high level 
of methodologic rigor, including gold- 
standard diagnostic criteria, random­
ization, comprehensive outcome mea­
sures conducted by naive examiners, 
high retention rates, and measures of 
fidelity of implementation of a manual- 
ized intervention.

Second, to our knowledge, our study is 
the first randomized, controlled trial of 
intervention for toddlers with autism; 
all children were younger than 30 
months at entry. Given the recent rec­
ommendation by the American Acad­
emy of Pediatrics that 18-month-old 
children be screened for ASD,9 it is im­
perative that the efficacy of early- 
intervention models appropriate for 
toddlers with ASD be demonstrated. 

Third, the intervention, the Early Start 
Denver Model (ESDM),10 is a comprehen­
sive early behavioral intervention for in­
fants to preschool-aged children with 
ASD that integrates applied behavior 
analysis (ABA) with developmental and 
relationship-based approaches. The 
ESDM was designed to address the 
needs of toddlers with ASD as young as 
12 months. The intervention is provided 
in a toddler’s natural environment (the 
home) and is delivered by trained thera­
pists and parents. In our study, children 
received structured intervention at high 
intensity, consistent with the National 
Research Council’s recommendation.11

PATIENTS AND METHODS

Study Procedures

Forty-eight children between 18 and 30 
months of age diagnosed with autistic 
disorder or pervasive developmental 
disorder (PDD), not otherwise speci­
fied (NOS), were randomly assigned to 
1 of 2 groups: (1) the ESDM group re­
ceived yearly assessments, 20 hours/ 
week of the ESDM intervention from 
University of Washington clinicians, 
parent training, and parent delivery 
for 5 or more hours/week of ESDM, in 
addition to whatever community ser­

vices the parents chose; and (2) the 
assess-and-monitor (A/M) group re­
ceived yearly assessments with inter­
vention recommendations and refer­
rals for intervention from commonly 
available community providers in the 
greater Seattle region.

Children were evaluated by experi­
enced examiners naive to intervention 
status at baseline (preintervention), 1 
year after onset of the intervention, 
and at either 2 years after onset of the 
intervention or at 48 months of age, 
whicheveryielded a longertimeframe.

Participants

Participants were recruited through 
pediatric practices, Birth to Three cen­
ters, preschools, hospitals, and state 
and local autism organizations. Exclu­
sion criteria included (1) a neurodevel- 
opmental disorder of known etiology 
(eg,fragileXsyndrome), (2) significant 
sensory or motor impairment, (3) ma­
jor physical problems such as a 
chronic serious health condition, (4) 
seizures attime of entry, (5) use of psy­
choactive medications, (6) history of a 
serious head injury and/or neurologic 
disease, (7) alcohol or drug exposure 
during the prenatal period, and (8) ra­
tio IQ below 35 as measured by mean 
age equivalence score/chronological 
age on the visual reception and fine 
motor subscales of the Mullen Scales 
of Early Learning (MSEL).12 Children 
who developed seizures during the 
course of the study were not excluded. 
Inclusion criteria included age below 
30 months at entry, meeting criteria 
for autistic disorder on the Toddler Au­
tism Diagnostic Interview,13 meeting 
criteria for autism or ASD on the Au­
tism Diagnostic Observation Sched­
ule,14 and a clinical diagnosis based on 
Diagnostic and Statistical Manual of 
Mental Disorders, Fourth Edition 
(DSM-IV) criteria15 using all available 
information, residing within 30 min­
utes of the University of Washington,
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and willingness to participate in a >2- 
year intervention. At baseline, 18 chil­
dren in the A/M group and 21 in the 
ESDM group received a DSM-IV diagno­
sis of autistic disorder. Six children in 
the A/M group and 3 in the ESDM group 
received a diagnosis of PDD NOS. This 
difference was not significant (Fisher’s 
exact test, P =  .231). The ethnicities 
involved were Asian (12.5%), white 
(72.9%), Latino (12.5%), and multira­
cial (14.6%). The male-to-female ratio 
reflected the expected ratio in ASD of 
3.5:1.

Retention rates were 100% (1-year) 
and 100% (2-year) for the ESDM group 
and 96% (1-year) and 88% (2-year) for 
the A/M group, which yielded a sample 
size of 24 in the ESDM and 21 in the A/M 
group at outcome. Figure 1 shows the 
participant flowchart.

Measures

Autism Diagnostic Interview-Revised 

Thetoddler version ofthe Autism Diag­
nostic Interview-Revised13 is a semi­
structured parent interview that as­
sesses autism symptoms across 3 
domains: social relatedness; commu­
nication; and repetitive, restricted 
behaviors.

Autism Diagnostic Observation 
Schedule

The Autism Diagnostic Observation 
Schedule (ADOS), WPS version,14 is a 
semistructured standardized observa­
tion that measures autism symptoms 
in social relatedness, communication, 
play, and repetitive behaviors. A stan­
dardized severity score based on 
codes within these domains can be cal­
culated to compare autism symptoms 
across modules.16

Mullen Scales of Early Learning 
(MSEL)

The MSEL12 are a standardized develop­
mental test for children from birth to 68 
months of age. Four ofthe 5 subscales

F IB U R E  1
Participant flowchart.

were administered: fine motor, visual re­
ception, expressive language, and recep­
tive language. T scores for subscales 
have a mean of 50 (SD: 10). The early- 
learning composite score is a standard 
score with mean of 100 (SD: 15).

Vineland Adaptive Behavior Scales 

The Vineland Adaptive Behavior Scales 
(VABS)17 are a parent interviewthat as­
sesses social, communication, motor, 
and daily living skills. They provide age- 
equivalent and standard scores for 
several subscales, including expres­
sive and receptive language and social 
adaptive functioning.

Repetitive Behavior Scale 

The Repetitive Behavior Scale (RBS)18 
is a parent questionnaire that charac­
terizes the severity of repetitive behav­
iors, yielding 6 subdomain scores (eg,

sameness, self-injurious behavior) 
and a total score.

Randomization

Participants were stratified into 2 
groups on the basis of composite IQ at 
entry (<55 and 55) and gender to en­
sure comparable IQ and gender ratios 
between groups. Within each of these 
strata, randomization was conducted 
by using random permuted blocks of 4. 
The intervention groups did not differ 
at baseline in severity of autism symp­
toms based on ADOS scores, chrono­
logical age, IQ, gender, or adaptive be­
haviors (see Table 1).

Intervention Groups

ESDM Group

The ESDM group was provided with in­
tervention by trained therapists for
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TABLE 1 Baseline Measures for ESDM and A/M Groups

A/M Group 

Mean SD N

ESDM Group 

Mean SD N

F MS P

Age at study entry, mo 23.1 3.9 24 23.9 4.0 24 0.48 7.52 .490
MSEL
Early-learning composite3 59.4

CDCO 24 61.0 9.2 24 0.40 31.69 .530
Receptive language6 21.2 04 oo 24 21.1 4.7 24 0.01 0.19 .920
Expressive language6 26.0 8.6 24 24.5 7.2 24 0.48 30,08 .492
Visual reception6 30.8 8.9 24 33.2 11.0 24 0.70 70.08 .406
Fine motor6 30.6 10.7 24 33.9 11.9 24 1.02 130.02 .318
VABS
Adaptive behavior composite6 69.9 7.3 24 69.5 5.7 24 0.04 1.69 .844
Communication8 69.6 7.3 24 68.4 7.6 24 0.32 17.52 .577
Socialization3 72.4 9.4 24 73.8 7.7 24 0.29 21.33 .594
Daily living skills3 86.8 10.0 24 87.3 11.4 24 0.03 3.52 .381
Motor skills3 72.5 6.5 24 70.9 6.2 24 0.78 31.69 .862
ADOS severity score 6.9 1.7 24 7.2 1.7 24 0.35 1.02 .557
RBS total 21.5 19.2 24 15.2 10.8 24 1.93 468.75 .171

No significant differences among baseline measures were found {P > .10 on all measures). 
3 Standard score (mean: 100 [SD: 15]). 
bT score (mean: 50 [SD: 10]).

2-hour sessions, twice per day, 5 days/ 
week, for 2 years. A detailed interven­
tion manual and curriculum were 
used.19 One or both parents were pro­
vided with parent training from the pri­
mary therapist during semimonthly 
meetings, during which the principles 
and specific techniques of ESDM were 
taught. Parents were asked to use 
ESDM strategies during daily activities 
and to keep track of the number of 
hours during which they used these 
strategies. ESDM uses teaching strate­
gies that involve interpersonal ex­
change and positive affect, shared en­
gagement with real-life materials and 
activities, adult responsivity and sensi­
tivity to child cues, and focus on verbal 
and nonverbal communication, based 
on a developmentally informed curric­
ulum that addresses all developmental 
domains. Teaching strategies are con­
sistent with the principles of ABA, such 
as the use of operant conditioning, 
shaping, and chaining. Each child’s 
plan is individualized. There is a strong 
parent-family role responsive to each 
family’s unique characteristics. Par­
ents are taught the basic ESDM strate­
gies and asked to use them during ev­
eryday activities such as feeding, bath 
time, and play. Parents chose teaching

objectives from the curriculum that 
they viewed as high priority.

Intervention programs were super­
vised by a graduate-level, trained lead 
therapist who had a minimum of 5 
years’ experience providing early in­
tervention to young children with au­
tism, with ongoing consultation from a 
clinical psychologist, speech-language 
pathologist, and developmental behav­
ioral pediatrician. An occupational 
therapist provided consultation as 
needed. Intervention objectives and 
strategies were reviewed, and the in­
tervention was observed at least bi­
weekly by the lead therapist and every 
3 months by the speech-language pa­
thologist. Intervention was delivered 
by therapists who typically held a bac­
calaureate degree, received 2 months 
of training by the lead therapist, and 
met weekly with the lead therapist. 
Therapists were trained to compe­
tence, defined as completing course- 
work, passing tests, mastering the in­
tervention, demonstrating fidelity of 
85% of maximum scores on the fidelity 
instrument, and maintaining ongoing 
fidelity.20

ESDM intervention hours were sys­
tematically recorded. Although 20

therapist-delivered intervention hours 
per week were made available, the ac­
tual mean was 15.2 hours (SD: 1.4) be­
cause of illnesses, vacations, and so 
on. Parents reported spending an av­
erage of 16.3 hours/week (SD: 6.2) us­
ing ESDM strategies. The ESDM group 
reported an average of 5.2 hours/week 
(SD: 2.1) in other therapies (eg, speech 
therapy, developmental preschool) 
over the study enrollment period. 
Other therapies were documented by 
using an intervention history interview 
administered every 6 months.

A/M Group

Children who were randomly assigned 
to the A/M group received comprehen­
sive diagnostic evaluations, interven­
tion recommendations, and commu­
nity referrals at baseline and again at 
each of the 2 follow-up assessments. 
Families were given resource manuals 
and reading materials at baseline and 
twice yearly throughout the study. The 
A/M group reported an average of 9.1 
hours of individual therapy and an 
average of 9.3 hours/week of group in­
terventions (eg, developmental pre­
school) across the 2-year period dur­
ing which the intervention study was 
conducted. In the greater Seattle area, 
there are a number of Birth to Three 
centers that provide interventions, 
speech and language therapy, and 
occupational therapy. Developmen­
tal preschool programs vary but typ­
ically include special education and 
related services. There are a number 
of private ABA providers in the 
community.

Data Analysis

The effect of ESDM intervention was as­
sessed by using repeated-measures 
analysis of variance, with a priori con­
trasts that compared baseline scores 
with 1- and 2-year outcome scores. The 
primary outcome measures were the 
MSEL composite standard score and 
the VABS composite standard score.
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TA BLE 2 Child Outcomes After 1 and 2 Years of Study Participation

1-y Outcome 2-y Outcome Group x  Time 
(Baseline vs 

1-y)

Group X  Time 
(Baseline vs 2-y)

A/M (A/ = 2 3 ) ESDM (A/= 2 4 ) A/M (A/=  21) ESDM (A/= 2 4 )

Mean SD A Mean SD A Mean SD A Mean SD A F MS P  F MS P

Chronological age, mo 38.1 3.8 15.3 38.8 4.4 14.9 52.1 4.3 29.3 52.4 3.4 28.5 0.95 2.18 .334 1.27 6.91 ,266
MSEL
Early-learning 64.0 13.8 4.4 76.4 23.4 15.4 66.3 15.3 7.0 78.6 24.2 17.6 5.99 1416.90 .018 4.31 1264.38 .044

composite
Receptive language 31.1 11.1 9.8 38.9 15.4 17.8 31.5 10.6 10.2 40.0 16.3 18.9 4.00 745.21 .051 4.14 843.56 .048
Expressive language 33.0 11.5 6.7 36.1 14.2 11.6 30.0 9.2 4.0 36.6 13.6 12.1 1.99 290.43 .165 4.88 748.07 .033
Visual reception 29.0 10.7 -1 .7 38.8 16.4 5.6 34.5 13.0 4.5 41.0 17.9 7.8 4.22 621.97 .046 0.63 126.23 .433
Fine motor 26.1 8.6 -5 .0 32.7 11.7 -1 .3 28.5 9.5 -2 .8 33.5 12.2 -0 .4 1.32 161.35 .256 0.46 63.81 .503
VABS 63.7 CO bo -6 .3 65.7 9.8 -3 .8 59.1 CO oo -11 .2 68.7 15.9 -0 .8 0.85 71.61 .360 7.05 1181.82 .011
Communication 71.0 13.0 1.2 73.5 11.7 5.0 69.4 15.8 -0 .7 82.1 21.8 13.7 1.38 175.69 .246 6.38 2300.98 .015
Socialization 68.9 12.1 -3 .5 70.0 9.9 -3 .8 63.1 9.3 -8 .9 69.2 11.6 -4 .6 0.01 1.15 .934 1.29 204.57 .263
Daily living skills 65.3 7.1 -7 .4 65.6 8.6 -5 .3 58.0 8.1 -14.5 64.7 12.4 -6 .2 0.89 51.78 .350 6.73 773.34 .013
Motor skills 70.7 12.2 -15.9 75.1 14.4 -12.2 64.1 12.3 -23.1 77.4 19.8 -9 .9 0.99 157.43 .326 7.40 1881.65 .009
ADOS severity score 7.3 2.1 0.4 6.5 1.5 -0 .7 7.3 1.8 0.3 7.0 1.9 -0 .2 3.38 13.15 .072 0.66 3.29 .422
RBS total 23.3 17.5 1.0 15.5 12.3 0.9 22.0 16.3 -0 .6 16.7 13.1 2.5 0.001 0.19 .976 0.37 92.50 .545

A indicates mean change from baseline.

Secondary outcome measures were 
the ADOS severity score,18 the RBS,18 
MSEL, and VABS subscale scores, and 
changes in diagnostic status (autistic 
disorder, PDD NOS, and no diagnosis).

RESULTS

No serious adverse effects related to 
the intervention were reported during 
the 2-year period.

1-Year Outcome

Table 2 displays statistics for 1- and
2-year outcomes, change scores rela­
tive to baseline, and group compari­
sons for primary and secondary mea­
sures. Significant intervention effects 
were found for cognitive ability after 1 
year on the MSEL composite standard 
scores. The ESDM group demonstrated 
an average IQ increase of 15.4 points 
(>1 SD) compared with an increase of 
4.4 points in the A/M group. The visual 
reception subscale wasthe only indi­
vidual subscale on the MSEL on 
which the groups significantly dif­
fered at the 1-year outcome. The 
ESDM group gained 5.6 T-score 
points, whereas the A/M group de­
clined 1.7 points. The ESDM group im­
proved 17.8 points on receptive lan­
guage compared with a 9.8-point

improvement in the A/M group, a dif­
ference that fell just short of statis­
tical significance.

As a whole, children gained raw 
score points in the daily living skills 
subscale of the VABS; however, 
progress was much slower in rela­
tion to the VABS normative sample 
between baseline and 1 year. The 
groups did not differ in terms of 
adaptive behavior, measured by the 
VABS composite standard score, af­
ter 1 year (the ESDM group showed a 
3.8-point decline, and the A/M group 
showed a 6.3-point decline). The 
groups did not differ in terms of their 
ADOS severity scores or RBS total 
score after 1 year of intervention.

2-Year Outcome

Two years after the baseline assess­
ment, the ESDM group showed signif­
icantly improved cognitive ability, 
measured by MSEL composite stan­
dard scores, which increased 17.6 
points compared with 7.0 points in 
the A/M group. The bulk of this 
change seems to have been a result 
of receptive and expressive lan­
guage, which showed increases of 
18.9 and 12.1 points, respectively, for

the ESDM group, whereas the A/M 
group improved 10.2 and 4.0 points, 
respectively.

The ESDM and A/M groups signifi­
cantly differed in terms of their 
adaptive behavior as measured by 
the VABS composite standard scores 
at the 2-year outcome (see Fig 2). The 
ESDM group showed similar stan­
dard scores at the 1- and 2-year out­
comes, indicating a steady rate of de­
velopment, whereas the A/M group, 
on average, showed an 11.2-point av­
erage decline. Thus, the A/M group’s 
delays in overall adaptive behavior 
became greater when compared 
with the normative sample. The A/M 
group showed average declines in 
standard scores that were twice as 
great as those in the ESDM group in 
the domains of socialization, daily liv­
ing skills, and motor skills. The 
groups did not differ in terms of their 
ADOS severity scores or RBS total 
score after 2 years of intervention.

Diagnosis

At baseline, the diagnoses in each 
group were not significantly differ­
ent (Fisher's exact test, P =  .461) 
and were distributed as follows:
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FIG U R E 2
Mean scores on the MSEL (left) and the VABS composite (right) for children in the ESDM and A/M 
groups 1 and 2 years after entering study. Error bars indicate ±1 SD.

ESDM, 21 with autistic disorder and 3 
with PDD NOS; A/M, 18 with autistic 
disorder and 6 with PDD NOS. At the 
2-year outcome, 15 (62.5%) children 
in the ESDM group had the same di­
agnosis (14 with autistic disorder, 1 
with PDD NOS) and 15 (71.4%) chil­
dren in the A/M group had the same 
diagnosis (all 15 with autistic disor­
der). Diagnosis improved (baseline 
autistic disorder to PDD NOS at year 
2) for 7 (29.2%) children in the ESDM 
group but for only 1 (4.8%) child in 
the A/M group. However, the diagno­
sis changed from PDD NOS at base­
line to autistic disorder at year 2 for 
2 (8.3%) children in the ESDM group 
and 5 (23.8%) children in the A/M 
group. Thus, children who received 
ESDM were significantly more likely 
to have improved diagnostic status 
atthe 2-year outcome compared with 
children in the A/M group, as as­
sessed by using Fisher’s exact test 2 
(intervention groups) X  2 (improved 
versus worsened diagnosis) contin­
gency table (P =  .041). Fisher’s exact 
test for the 2 (intervention groups) 
X  3 (diagnostic change: no change 
versus improved versus worsened 
diagnosis) contingency table was 
just short of significance (P =  .060).

DISCUSSION

Recommendations by the American 
Academy of Pediatrics9 that all chil­
dren be screened for autism at 18 
months of age oblige the develop­
ment of interventions that are appro­
priate for toddlers with ASD. To our 
knowledge, this study is the first to 
demonstrate the efficacy of an inten­
sive intervention designed for tod­
dlers with ASD as young as 12 
months of age. After 2 years of inter­
vention, children provided with the 
ESDM19 showed significant improve­
ments in IQ, adaptive behavior, and 
diagnostic status compared with 
children who received community in­
terventions. Consistent evidence of 
improvement in communicative abil­
ities in the ESDM group was found, as 
demonstrated by gains in receptive 
and expressive language scores on 
the MSEL subscales and the VABS 
communication subscale. Significant 
improvement for the ESDM group 
was found for overall adaptive be­
havior, communication, daily living 
skills, and motor skills. Specifically, 
the ESDM group, although still signif­
icantly delayed in adaptive behavior, 
was able to keep pace with the rate 
of change of the VABS normative

sample, whereas the community- 
based intervention group continued 
to fall farther behind in adaptive be­
havior. Given the importance of 
adaptive behavior for everyday func­
tioning at home and school, the fact 
that the ESDM group did not continue 
to fall farther behind is likely to af­
fect ability to function in less- 
restrictive environments. This dem­
onstrates that the ESDM intervention 
accelerates overall development and 
is generalizing to everyday life. 
Whereas 71% ofthe children in the 
group that received community- 
based intervention retained their di­
agnosis of autistic disorder over the 
2-year period, only 56% of children in 
the ESDM group did so. The diagnosis 
of 7 children (30%) in the ESDM 
group changed from autistic dis­
order to PDD NOS, whereas this 
only occurred for 1 child (5%) in 
the community-intervention group. 
These diagnostic assessments were 
conducted by experienced clinicians 
who were naive with respect to 
intervention-group status. However, 
this change in diagnostic severity 
was not reflected in significant dif­
ferences in the ADOS severity scores. 
This lack of correspondence be­
tween measures is difficult to inter­
pret, because the child’s perfor­
mance in the ADOS contributes to 
clinical diagnosis. However, other 
behaviors, including parental report, 
also contribute to overall clinical 
diagnosis. The repetitive-behavior 
scores also did not change over time 
in either group.

CONCLUSIONS

The outcomes of this study, which in­
volve an increase in IQ scores of 17 
points (>1 SD) and significant gains in 
language and adaptive behavior, com­
pare favorably with other controlled 
studies of intensive early intervention 
(eg, Smith et al [2000],7 which deliv­
ered discrete trial intervention for > 2
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years for 25-40 hours/week). The 
group differences reported from our 
study are larger than those produced 
by other comparative trials of develop­
mental behavioral approaches, which 
were conducted for briefer periods of 
time and with fewer hours of delivery 
per week.21'22 Whether the children will 
sustain their gains over a longer term 
is an important question that will re­
quire follow-up study.
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Early Intervention in Autism
Christina M. Corsello, PhD

W e n o w  k n o w  th a t p ro fessionals can  d iagnose  ch ild ren  w ith  au tism  w h e n  th e y  are  as y o u n g  as 2 
years o f  age (Lord, 1995). S creen ing  and th e  ro le o f  th e  p ed ia tric ian  have  b e co m e  even  m o re  c ritica l 
as w e  have  reco g n ized  th e  stab ility  o f  early d iagnosis o ver tim e  a n d  th e  im p o rta n ce  o f  early  in te r­
v en tio n . At th is p o in t, e x p e r ts  w ork ing  w ith  ch ild ren  w ith  au tism  agree  th a t early  in te rv en tio n  is 
critica l. T h ere  is p ro fessional co n sen su s a b o u t ce rta in  c ru c ia l a sp e c ts  o f  trea tm e n t (intensity , family 
invo lvem en t, focus on  g en era lization ) an d  em p irica l e v id en ce  for c e rta in  in te rv en tio n  stra teg ies. 
H ow ever, th e re  a re  m any  p ro g ram s d ev elo p ed  for ch ild ren  w ith  au tism  th a t differ in p h ilo so p h y  
an d  a lack  o f  re sea rch  c o m p arin g  th e  various in te rv en tio n  p rogram s. M ost o f  th e  p rogram s for 
ch ild ren  w ith  au tism  th a t ex is t a re  d esigned  for ch ild ren  o f  p re sch o o l age, an d  n o t all a re  w idely  
k n o w n  o r  available. W hile  o u tc o m e  data are  p u b lish ed  for so m e  o f th e se  p rogram s, em pirica l s tu d ­
ies co m p a rin g  in te rv en tio n  program s are  lacking. In th is review , ex is tin g  in te rv en tio n  program s 
an d  em p irica l s tu d ies  o n  th e se  p rogram s w ill b e  rev iew ed , w ith  a p a rticu la r  em p h asis o n  th e  b ir th  
to  3 age g ro u p . Keywords: autism, early intervention, treatment

BACKGROUND

Autism is a developmental disorder that was 
first described by Leo Kanner in 1943, in a 
classic article that included case studies of 11 

children. Since that time, the diagnostic cri­
teria have evolved based on continued ob­
servations and research, resulting in the cur­
rent criteria in the Diagnostic an d  Statistical 
M anual o f  Mental Disorders, Fourth Edition 
or DSM-IV (American Psychiatric Association, 
1994) and the In ternational Classification 
o f  Diseases or ICD-10 (World Health Orga­
nization, 1993). At the present time, autistic 
disorder is defined in terms of qualitative 
impairments in social interaction and commu­
nication, and restricted, repetitive, and stereo­
typed patterns of behaviors, interests, and 
activities, with impairments in one of these ar­
eas prior to the age of 3  years.

In addition to autistic disorder, there are 4 
other specific diagnoses included within the 
autistic spectrum disorders (ASD) category, 
which is a term now preferred by most par­
ents and professional organizations (Filipek
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et al., 2000; Lord & McGee, 2001). Included 
among them are 2  disorders that are defined 
by a regression in skills: Rett syndrome and 
childhood disintegrative disorder. These will 
not be the focus of this article. Recently, a 
specific gene has been linked with Rett syn­
drome (Cheadle et al, 2000). Childhood disin­
tegrative disorder is a very rare disorder, with 
reported prevalence rates of 0 . 6  per 1 0 0 , 0 0 0  

(Chakrabarti & Fombonne, 2001). This dis­
order involves a period of normal develop­
ment in the first 2  years of life, followed by 
a regression in a number of skill areas prior 
to the age of 4 years, resulting in autistic 
symptoms.

The other 2 ASD diagnoses are Asperger’s 
disorder and pervasive developmental disor­
der -  not otherwise specified (PDD-NOS). As­
perger’s disorder, like Autistic disorder, in­
cludes qualitative impairments in reciprocal 
social interactions, and restricted, repetitive, 
and stereotyped patterns of behaviors, inter­
ests, and activities. However, unlike Autistic 
disorder, it does not require qualitative im­
pairments in communication. In addition, this 
diagnosis requires that there is no clinically 
significant language delay prior to 3  years of 
age, no cognitive delays, and that the crite­
ria for another specific PDD have not been 
met. If children who have ever met criteria for 
autistic disorder are ruled out, the diagnosis
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of Asperger’s disorder is very rare (Miller & 
Ozonoff, 1997). Nevertheless, the diagnosis 
of Asperger’s disorder is often used for milder 
cases of high-functioning autism. The final di­
agnosis within this general category is PDD- 
NOS. This disorder is characterized by qual­
itative impairments in social interaction, ac­
companied by either qualitative impairments 
in communication or restricted, repetitive, 
and stereotyped patterns of behaviors, inter­
ests, and activities. There is still controversy 
about this diagnosis, including whether it is 
“almost autism” or “atypical autism” (Towbin,
1997).

Recent epidemiological studies have re­
ported rates of ASDs as high as 6 6  per 10,000 
(Fombonne, 2002), which is a surprising in­
crease over rates reported in the past. Early 
identification has increased in importance, as 
many studies have found that children with 
ASDs who receive services prior to 48 months 
of age make greater improvements than those 
who enter programs after 48 months of age 
(Harris & Weiss, 1998; Sheinkopf & Siegel,
1998).

Over the past 10 to 15 years, there has been 
evidence that children with ASDs can be re­
liably diagnosed as young as 2  years of age 
(Lord, 1995). One of the largest errors in diag­
noses of 2 -year-olds referred for autism is un­
derdiagnosing children on the basis of clinical 
impression when their scores on standardized 
measures are consistent with a diagnosis of 
autism (Lord & Risi, 1998). Possible contribu­
tors to this bias are the variability in behaviors 
of 2-year-olds who have ASDs (Lord, 1995) 
and the lack of repetitive behaviors in autism 
that are often present in 3 -year-olds, but may 
not be present in 2 -year-olds with autism 
(Cox et al., 1999; Lord, 1995; Stone et al.,
1999).

In this review, early intervention programs 
and empirical studies available on each of the 
programs (Table 1) will be reviewed, with a 
specific focus on the birth to 3  age group. 
When reviewing empirical support and pro­
grams, it is important to differentiate program 
outcome studies, which are designed to deter­
mine if a program is having the desired effect,

from controlled empirical studies, which are 
designed to determine if the program or spe­
cific aspects of the program are clearly respon­
sible for the changes observed.

When reviewing research on intervention 
for children with ASDs, there are several im­
portant considerations. These include the age 
groups included in the study, the control 
group, the control condition, and the out­
come measures (Table 1). When reviewing 
programs, there are several components to 
cover, including method of intervention, the 
format, the setting, who implements the pro­
gram, and whether it is child- or adult-directed 
(Table 2). Within this review, we will first fo­
cus on issues relevant to early intervention, 
followed by a review of programs and empiri­
cal support for programs, and suggested next 
steps with regard to intervention with very 
young children.

INTERVENTIONS

Over the years, there have been many 
treatments developed for children with 
autism, evolving from different philosophies. 
These include behavioral interventions, 
developmental interventions, and cognitive- 
behavioral interventions. While each program 
is based on a different philosophy and uses 
unique intervention strategies, there is also 
considerable overlap in components of the 
programs.

Two aspects of intervention that are com­
mon to most intervention programs designed 
for ASDs and have empirical support include 
the intensity of the program and the age 
at which children should begin intervention. 
Dawson and Osterling (1997), based on a re­
view of programs for children with autism, 
report that most programs involve 15 to 25 
hours of intervention a week. There is also 
empirical evidence that children who en­
ter programs at younger ages make greater 
gains than those who enter programs at older 
ages (Harris & Handleman, 2000; Sheinkopf 
& Siegel, 1998). These studies generally com­
pare children who are older than 4 or 5 years



Table 1. Intervention studies* ON

M e th o d A u th o r s S u b  j e c t s / g r o u p s A g e , m o O u tc o m e  m e a s u r e F in d in g s

TEACCH H om e O zo n o ff & C a th cart 11 TEACCH 3 1 -6 9 PEP-R TEACCH h a d  significant
Program (1998) 11 co n tro l g a ins in PEP-R sco res 

w h e n  c o m p a red  w ith  
c o n tro ls

D isc rete  Trial Lovaas (1 9 8 7 ) 19 fo r 40  h M =  32 IQ  sco re In ten se  in te rv en tio n  group :
19 fo r 10 h M =  35 E ducational p lac em e n t 47%  in  reg u la r e d u ca tio n
21 no  tre a tm e n t E ducational su p p o r t 31 p o in t IQ  gain

D iscrete  Trial M cEachin, Sm ith, & 19 fo r 4 0  h M -  32 IQ sco re In ten se  in te rv en tio n  group :
Lovaas (1993) 19 fo r 10 h M =  35 A daptive b e h av io r sco re IQ h ig h er

V ineland  sco re  h ig h er
D iscrete  Trial Sm ith, G roen , & 15 fo r 30  h 18 -4 2 IQ 27% in  reg u la r e d u ca tio n

W ynn (2 0 0 0 ) 13 fo r 5 h  b y  pa ren ts , 
15 h  sp ec ia l c lasses

Language
B ehavioral m easu re  
A daptive m easu re  
Class p lac em e n t

16 p o in t IQ  gain  
Little d iffe ren ce  in  b eh av io r 
Little d iffe ren ce  in  adap tive  

sco res

D iscrete  Trial & Luiselli, C annon , Ellis, 8  y o u n g e r th a n  3 y M =  2 .63  y ELAP o r  LAP D u ra tio n  o f  t re a tm e n t w as
In c id en ta l T eaching & Sisson (2 0 0 0 ) 8 o ld e r  th a n  3 y Af =  3 .98  y on ly  p re d ic to r  o f  ch an g e

A pplied  B ehavior H arris & H and lem an 27 su b jec ts 3 1 -6 5 Class p lacem en t IQ  an d  age p re d ic te d  class
Analysis (2000) N o co n tro l g ro u p p lacem en t

In c id en ta l T each ing M cG ee, M orrier, & 28  su b jec ts 29 Verbal sam ple 82% using  m eaningfu l
Daly (1 9 9 9 ) N o c o n tro l g ro u p P eer p ro x im ity w o rd s  

71% im p ro v ed  in  p e e r  
p ro x im ity

LEAP Strain & H oyson  
(2000)

6  su b jec ts  
N o c o n tro l g ro u p

3 0 -5 3 Class p lacem en t
LAP
CARS

Im p ro v em en ts  in  all areas

*PEP-R, Psychoeducational Profile -  Revised; M, mean; ELAP, Early Learning Accom plishm ent Profile; LAP, Learning Accom plishm ent Profile; IQ , intelligence quotient; LEAP, 
Lifeskills and Education for Students w ith Autism and o th er Pervasive Developmental Disorders; CARS, Childhood Autism Rating Scale; mo, m onths; and h, hours.
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Table 2. Intervention programs

M ethod A uthors/program H/wk Form at Setting Im p lem en ter
Adult- o r 
ch ild -d irected

Incidental
Teaching

Walden Infant 
Toddler Program

304- Group 

1 to 1

Child care 
center 

Home

Parents

Educational staff

Child

Social Pragmatic 
Developmental 
Approach

Wetherby & Prizant Variable 1 to 1 Home Parent
Therapist
Teacher

Child

Structured Teaching TEACCH Variable Group Classroom
Home

Parents 
School staff

Adult

Discrete Trial Lovaas (1987) 40 1 to 1 Home Student therapists 
Trained consultants

Adult

Discrete Trial Douglass
Developmental 
Disabilities Center

35-45 1 to 1 
Small 

group

Class
Home

School staff 
Parents
Student therapists

Adult

Pivotal Response 
Intervention

Koegel, Koegel, & 
Harrows (1999)

Variable 1 to 1 
Group

Inclusive
setting

Home
Preschool

Highly skilled specialists
Family
Consultants
School staff

Child

Behavioral and 
Inclusion

LEAP* 15 Group Integrated
classroom

Teacher Adult and child

Developmental Greenspan Variable 1 to 1 Home Parents, educational staff Child

Developmental Denver Model 22 Group Classroom Trained staff Child

*LEAP ind icates Lifeskills and Education for Students w ith  Autism and o th er Pervasive D evelopm ental D isorders.

with those who are younger than 4 or 5 years. 
One study comparing children younger than 
3  years with those older than 3  years did not 
find age differences in improvement (Luiselli, 
Cannon, Ellis, & Sisson, 2000), which may sug­
gest that 4 years of age is young enough to 
lead to significant gains. A potentially com­
plicating factor is that children tend to make 
intelligence quotient (IQ) gains regardless of 
intervention at the younger ages (Gabriels, 
Hill, Pierce, & Wehner, 2001; Lord & Schopler, 
1989). This also leads to difficulties in inter­
preting changes in IQ scores, which are often 
used as an outcome measure.

Most early intervention programs are de­
signed for preschool-aged children, although 
they may include younger children in their 
programs as well. It is only more recently 
that we have been able to identify children 
with autism as young as 2 years of age. There 
are a few programs that are specifically de­
signed for children between birth and 3  years 
of age. We will first cover the programs de­
signed specifically for the birth to 3  age group,

followed by widely available preschool pro­
grams, and finally preschool programs that are 
less widely available.

EARLY INTERVENTION PROGRAMS 
DESIGNED FOR TODDLERS 

Walden Toddler program

The Walden Toddler Program (McGee, Mor- 
rier, & Daly, 2001) is a program designed 
specifically for toddlers with autism. The pro­
gram is based on a typical daycare model, 
with a focus on using incidental teaching 
and social inclusion. Incidental teaching is a 
method of applied behavior analysis (ABA) 
that uses behavioral principles within natural 
learning contexts. The environment includes 
toys and activities that are appealing to young 
children, and the adult expands on requests 
and activities that the child initiates. The pro­
gram is very structured and works on individ­
ual goals within planned activities. The pro­
gram includes typical toddlers and toddlers
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with autism, between the ages of 15 and 36 
months. There are no controlled empirical 
studies of this program, but program evalua­
tion data found that 82% of the toddlers used 
meaningful words when they left the program 
and 71% of the children showed improve­
ments in their proximity to other children.

Social pragm atic com m unication 
approach

Amy Wetherby (Wetherby & Prizant, 1999) 
has also developed strategies for teaching 
communication to young children with ASDs, 
based on a pragmatic communication devel­
opmental approach. She has not developed 
a comprehensive intervention program; how­
ever, she has focused her intervention strate­
gies on social pragmatic communication de­
velopment for children younger than 3  years. 
Within this approach, the importance of 
teaching in naturalistic contexts, using a facil- 
itative rather than a directive style, providing 
opportunities for communication, and consis­
tently and contingently reinforcing communi­
cation attempts are emphasized (Wetherby & 
Prizant, 1999). Other strategies used in teach­
ing communication to young children include 
incorporating environmental supports to cre­
ate a predictable environment and teaching 
peers to initiate and respond to children with 
ASDs.

COMPREHENSIVE PROGRAMS

There are many comprehensive programs 
for children with ASDs, among the most 
widely known are the Developmental Inter­
vention Model or Greenspan approach 
(Greenspan & Wieder, 1997), the TEACCH 
Model (Marcus, Lansing, Andrews, & 
Schopler, 1978; Mesibov, 1997; Schopler, 
Mesibov, & Baker, 1982), the UCLA Young 
Autism Project (Lovaas, 1987), the LEAP 
(Lifeskills and Education for Students with 
Autism and other Pervasive Developmental 
Disorders) Program, and the Denver Model. 
Most of these programs have been developed 
for children of preschool age or older. The 
Walden Toddler Program is an exception, as

it was designed specifically for toddlers. Most 
of the research on the available models is 
descriptive rather than based on empirical 
studies. Currently, there is no empirical 
evidence that one program is superior to 
another.

There are many common elements of these 
programs, although they differ considerably 
in philosophy. All of these programs include 
young children (mean ages between 30 and 
47 months), active family involvement, and 
are intensive in hours ( 1 2 - 3 6  hours a week). 
In addition, in most of the model programs, 
staff is well trained and experienced in work­
ing with children with autism and the phys­
ical environment is supportive. It is impor­
tant to note, however, that level of experience 
and training can vary considerably, particu­
larly when adapting or incorporating model 
programs into the public domain. All of the 
programs focus on developmental skills and 
goals, and contain ongoing objective assess­
ment of progress. The programs also use 
teaching strategies designed for the general­
ization and maintenance of skills, individu­
alized intervention plans based on a child’s 
strengths and needs, and planned transitions 
from preschool to school age. While there are 
many similarities, each program also has a dif­
ferent emphasis and defining features. Each of 
the programs will be reviewed below.

The TEACCH program

The TEACCH program is a statewide, 
community-based intervention program that 
emphasizes environmental organization and 
visual supports, individualization of goals, and 
the teaching of independence and develop­
mental skills. The setting in which the pro­
gram is implemented varies, depending on 
the abilities and needs of each child (self- 
contained classroom, included classroom, 
home). Teaching strategies are designed to be 
meaningful to the child with autism, and are 
therefore taught within the natural environ­
ment and within context. The TEACCH pro­
gram views ASDs as lifelong. From the begin­
ning, it emphasizes skills that are important 
for future independence. One of the strengths



Early Intervention in Autism 79

of the TEACCH program is a focus on the lifes­
pan and community-based intervention. One 
of the weaknesses is the lack of empirical stud­
ies of the program.

While the TEACCH program has been in 
existence for more than 30 years, there are 
relatively few empirical studies of the pro­
gram. Two studies, comparing TEACCH inter­
ventions with only public education interven­
tion, found significant differences in scores 
on the Psychoeducational Profile -  Revised on 
follow-up testing (Ozonoff & Cathcart, 1998; 
Panerai, Ferrante, & Zingale, 2002). Only one 
of these studies focused on younger children 
(Ozonoff & Cathcart, 1998) and compared 
a TEACCH home program, involving 10 ses­
sions, in addition to services provided by the 
public school, to solely public school ser­
vices for children between 2  and 6  years of 
age. Children in the TEACCH group had sig­
nificantly higher scores on the PEP-R than 
the children in the control group following 
4 months of intervention. The groups in this 
study were small, but were matched on age, 
PEP-R pretest scores, and severity of autism 
and not randomly assigned.

Applied behavioral analysis program s

One of the most widely known and sought- 
after types of intervention is applied behav­
ior analysis (ABA). Parents and professionals 
frequently associate the name Ivar Lovaas 
and the discrete trial format of instruction 
with ABA intervention. The popularity of the 
Lovaas intervention is partly the result of 
his 1987 study (Lovaas, 1987) and Catherine 
Maurice’s (Maurice, 1993) book, both of 
which provide accounts of remarkable im­
provements and use the term “normal func­
tioning” in the best outcome group of chil­
dren with autism who received discrete trial 
intervention.

In reality, discrete trials and the Lovaas 
method is only one specific type of ABA inter­
vention. Applied Behavior Analysis includes a 
number of other intervention strategies and 
programs that are based on behavioral prin­
ciples. Many treatment studies are based on 
behavioral interventions, which is the case

not only in autism but also in psychology in 
general.

The UCLA Young Autism Project uses the 
Lovaas method of intervention, specifically 
discrete trial intervention, implemented in a 
one-to-one setting by trained ABA therapists, 
supervised by trained professionals. The fo­
cus of the first year is on imitation, interac­
tion, play, and response to basic requests. In 
the second year, the focus shifts to contin­
ued work on language, descriptions of emo­
tions and preacademic skills. To teach gen­
eralization, the children practice the skills 
in other situations and with other people, 
once they have mastered them in a one-to-one 
setting.

The UCLA Young Autism Project has been 
empirically studied, and the most commonly 
cited article is Lovaas’ article (Lovaas, 1987). 
At the time treatment began, the children had 
a mean age of 35 months in the experimen­
tal group and 41 months in the control group. 
The experimental group received one-to-one 
intervention 40 hours a week, and the control 
group received intervention 1 0  hours a week 
for 2 to 3 years. It was this article that started 
the belief that autistic children required in­
tervention at least 40 hours a week. Lovaas 
(1987) used the term “normal functioning” in 
this article (p. 9), and he used IQ and class 
placement as outcome variables in this study. 
Understandably, parents have been quite in­
fluenced by this study. In a follow-up study of 
the children, between 9  and 1 9  years of age, 
the experimental group continued to have 
significantly higher IQs and Vineland scores 
than the control group (McEachin, Smith, & 
Lovaas, 1993).

There have been numerous criticisms of 
this study, including nonrandom selection of 
groups (the age restriction was lower for chil­
dren without language and children had to 
achieve a certain mental age to be included), 
nonrandom assignment to groups, and a large 
discrepancy between the number of hours of 
intervention between the control and exper­
imental groups. However, it was one of the 
first empirical studies of an intervention pro­
gram for children with autism.
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More recently, another study on the Lo­
vaas method of intervention has been pub­
lished and addresses some of the concerns of 
the original article (Smith, Groen, & Wynn,
2000). In this study, the experimental group 
received approximately 25 hours a week of in­
tervention while the control group received 
5 hours a week of parent training. In the 
parent-training condition, the parents were 
asked to work with the children 5 hours a 
week at home, and they were enrolled in spe­
cial education classrooms for 10 to 15 hours 
a week. The children with ASDs in this study 
had IQ scores between 35 and 75, and an age 
range of 18 to 42 months at the time of enroll­
ment in the program.

As in the Lovaas study, the experimental 
group had higher IQs than the control group 
on follow-up. At the time of follow-up, be­
tween the ages of 7 and 8  years, 27% of the 
children in the experimental group were in 
regular education and had made a 16 -point IQ 
gain. There were little differences in Child Be­
havior Checklist (CBCL) scores and Vineland 
scores between the 2 groups. The outcome 
was not as impressive as in Lovaas’ original 
study, as only 27% of the children in this 
study were defined as best outcome (IQ > 85 
and in regular education without support) as 
opposed to 47% in the McEachin (McEachin 
et al., 1993) study. The average IQ gain was 
half that reported in the McEachin study, and 
the behavior and adaptive skills ratings were 
still reported as problematic in the experi­
mental group in the Smith study. Clearly, chil­
dren made gains in this program, but not the 
same degree of progress described in the orig­
inal Lovaas and McEachin studies. The Smith 
study, with better controls and design, sug­
gests that children improve more than they 
would with early education and focused par­
ent support or education, but do not re­
cover when they receive approximately 25 
hours a week of intensive one-to-one ABA 
intervention.

Another model ABA program is the Dou­
glass Developmental Center at Rutgers in New 
Jersey. This program has different levels, start­
ing with a one-to-one format for the youngest 
children, then moving to a small classroom

with a 2 : 1  ratio and then to a class with typ­
ical peers, using a model similar to the LEAP 
program, which is described later in this arti­
cle. A follow-up study of the children in the 
program reported that age and IQ predicted 
outcome (Harris & Handleman, 2000). Ap­
proximately 3 3 % of the children had average 
IQs upon discharge from the program. It is im­
portant to note that 2 2 % ofthe children ( 6  out 
of 27) had IQ changes from the range of men­
tal retardation to average. Of these 6  children, 
4 (67%) were between 3 and 4 years of age and 
2 (33%) were between 4 and 5 years of age at 
the time they started the program. Upon exit 
from the program, 3  of these children were in 
special education, 2  were in integrated class­
rooms with support, and 1 child was fully in­
cluded without support.

More recently, embedded trials, pivotal re­
sponse training, and incidental teaching have 
emerged from the ABA literature. These tech­
niques are less well known and less widely 
available at the present time, but hold some 
promise for intervention for very young chil­
dren with autism. Contemporary ABA strate­
gies include naturalistic teaching methods, 
such as natural language paradigms (Koegel, 
O’Dell, & Koegel, 1987), incidental teaching 
(Hart, 1985; McGee, Krantz, & McClannahan, 
1985; McGee, Morrier, & Daly, 1999), time 
delay and milieu intervention (Charlop, 
Schriebman, & Thibodeau, 1985; Charlop & 
Trasowech, 1991; Hwang & Hughes, 2000; 
Kaiser, 1993; Kaiser, Yoder, & Keetz, 1992), 
and pivotal response training or teaching core 
behaviors, with the idea that they will lead to 
changes in other behaviors and skills (Koegel, 
1995; Koegel, Camarata, Koegel, Ben-Tall, 
& Smith, 1998). These methodologies have 
commonalities, including teaching within 
natural contexts (during play, snack, work, 
within the classroom, at home), the use of 
natural reinforcers (reinforcing children for 
requesting by giving them what they are 
asking for), and systematic trials that are 
initiated by the child (the child makes the 
initial attempt).

Contemporary behavioral approaches have 
resulted in good outcomes for teaching 
language content, including single word
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vocabulary, describing objects and pictures, 
responding to questions, and increasing the 
intelligibility of speech (Goldstein, 1999; 
Koegel et al., 1998; Krantz, Zalewski, Hall, 
Fenski, & McClannahan, 1981). McGee and 
colleagues (1999) also reported good out­
comes through natural reinforcers of vocaliza­
tion, speech shaping, and incidental teaching. 
Contemporary behavioral approaches have 
also been applied with some success to 
teach broader communication skills, such as 
functional communication, that may lead to 
decreases in challenging behaviors (Horner 
et al., 1990; Horner, Carr, Strain, Todd, & 
Reed, 2000; Koegel, Koegel, & Surratt, 1992). 
Spontaneous language is more difficult to 
teach and requires a number of naturalistic as 
well as developmental methods of instruction 
(Watson, Lord, Schaffer, & Schopler, 1989). 
Children who use more spontaneous lan­
guage earlier in treatment have more favor­
able language outcomes.

Very few intervention strategies have 
demonstrated success using behavioral in­
terventions in teaching skills, such as joint 
attention and symbolic abilities, that focus on 
what are considered core deficits to children 
with autism. However, there are a few studies 
that documented some success in teaching 
symbolic play skills through pivotal response 
training (Stahmer, 1995; Thorp, Stahmer, & 
Schreibman, 1995). Other studies that have 
demonstrated some improvements in these 
skills include increase in gaze to regulate 
social interactions, joint attention, shared 
positive affect, and the use of conventional 
gestures. Recently, there has also been 
documentation that naturalistic teaching of 
communication skills leads to improvements 
in joint attention in children with autism 
(Buffington, Krantz, McClannahan, & 
Poulson, 1998; Hwang & Hughes, 2000; 
Pierce & Schreibman, 1995).

The LEAP program

There is an emphasis on including peers 
in intervention programs, because children 
with autism have difficulty generalizing skills 
learned with adults to interactions with peers 
(Bartak & Rutter, 1973). Including typical

peers is an essential component of both the 
LEAP program and the Walden Toddler pro­
gram. The LEAP program includes 10 typical 
children and 6  children with autism between 
the ages of 3 and 5 years in each classroom. 
The children are in class for 15 hours a week. 
The classroom is structured and incorporates 
incidental teaching and other ABA methods 
of intervention. Interventions are both child- 
and adult-directed. Peers are considered to be 
an essential element of the program (Harris & 
Handleman, 1994). Peer-mediated techniques 
for increasing interactions involve teaching 
peers to be “play organizers.’’These strategies 
have been shown to be effective in increas­
ing social interactions, which have general­
ized to some extent and been maintained over 
time (Goldstein, Kaczmarek, Pennington, 
& Shafer, 1992; Hoyson, Jamieson, & Strain, 
1984; Strain, Kerr, & Ragland, 1979; Strain, 
Shores, &Timm, 1977).

DEVELOPMENTAL INTERVENTIONS

Developmental intervention is a specific 
term used to describe a philosophy and spe­
cific strategies for working with children with 
autism. One common feature of develop­
mental interventions is that they are child- 
directed. In developmental interventions, the 
environment is organized to encourage or 
facilitate communicative and social interac­
tions. The child initiates and the adult re­
sponds. There is limited empirical support 
for developmental approaches, but there is 
some support for language outcomes using 
such strategies (Hwang & Hughes, 2000; 
Lewy & Dawson, 1992; Rogers & Lewis, 
1989) and many case studies (Greenspan 
& Wieder, 1997) using these approaches. 
Rogers and Lewis (1989) have documented 
improvements in symbolic play as a result 
of structured, development-based programs, 
and Lewy and Dawson (1992) also demon­
strated improvements in gaze, turn taking, 
object use, and joint attention with a child- 
directed imitation strategy.

There are some limitations to developmen­
tal interventions. Because the intervention 
approach is child-directed, it requires that
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the child engage in behaviors to which the 
adult can respond. Many children with autism 
do not explore the environment in the way 
that typical children might. They may become 
stuck on certain activities or not play with 
the toys present in their environment. Devel­
opmental methods require considerable effort 
and skill on the part of the teacher or ther­
apist, as she or he must know what child 
behaviors to respond as well as how to re­
spond. When the child engages in behaviors 
that the therapist can respond to, and the 
therapist is skilled, it may be an effective 
intervention.

The G reenspan m odel

One of the most well-known developmen­
tal approaches is the Greenspan approach, 
also known as the Developmental Individ­
ual Difference (DIR) Model (Greenspan & 
Wieder, 1997). The Greenspan model is de­
scribed as a “relationship-based model,” in 
which the goal is to help the child develop in­
terpersonal connections that will lead to the 
mastery of cognitive and developmental skills, 
including ( 1 ) attention and focus, ( 2 ) engag­
ing and relating, (3) nonverbal gesturing, (4) 
affect cuing, (5) complex problem solving, 
(6 ) symbolic communication, and (7) abstract 
and logical thinking. The program is based 
on following the child’s lead and looking for 
opportunities to “close the circle of commu­
nication” or respond in a way that leads to 
expanding a skill or interaction. Within this 
model, it is recommended that a child spend 
at least 4 hours a day in spontaneous play in­
teractions with an adult, at least 2  hours a 
day in semistructured skill building activities 
with an adult, and at least 1 hour a day in 
sensory-motor play activities. The Greenspan 
program is supplemented by time in an inclu­
sive preschool program, speech and occupa­
tional therapy.

The DIR method of intervention is highly 
dependent on the skills of the parent or pro­
fessional implementing the program. It re­
quires that the adult recognizes when and 
how to respond to a child’s actions and be­
haviors, which can make it difficult to imple­

ment the program in the community. This dif­
fers from many behavioral approaches, which 
have a prescribed pattern of responses and 
adult-initiated teaching trials. There are cur­
rently no controlled studies of this program.

The D enver m odel

The Denver model (Rogers & Lewis, 1989) 
is also based on a developmental model of in­
tervention. This program is delivered within 
a classroom setting that is on a 1 2 -month cal­
endar and meets 4 to 5 hours a day, 5 days 
a week. The focus is on positive affect, prag­
matic communication, and interpersonal in­
teractions within a structured and predictable 
environment. Almost all activities and thera­
pies are conducted within a play situation. 
Goals of the program include using positive af­
fect to increase a child’s motivation and inter­
est in an activity or person, using reactive lan­
guage strategies to facilitate communication, 
and teaching mental representation.

There is outcome data available on the 
program, based on 31 children between 2  

and 6  years of age with ASDs. Children 
demonstrated significant developmental im­
provements in cognition, language, social/ 
emotional development, perceptual/fine mo­
tor development, and gross motor develop­
ment after 6  to 8  months in the program, af­
ter accounting for expected developmental 
progress. While only 53% of the children had 
functional speech when they entered the pro­
gram, 73% had functional speech at follow-up.

CONCLUSION

The available evidence from a variety of 
programs and studies suggests that early in­
tervention leads to better outcomes. As we 
have seen, a number of studies have demon­
strated that children make greater gains when 
they enter a program at a younger age. It is im­
portant to keep in mind that most of the em­
pirical support for the difference in gains is 
comparing children younger than 4 or 5 years 
to children older than 4-5  years of age. The 
preschool years are still considered “early” 
when it comes to early intervention.
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There are many strategies for working with 
children with autism and not all of them are 
equally known or available. Most of the empir­
ical studies have been conducted on ABA in­
terventions. While there is evidence that cer­
tain strategies can be effective for teaching 
specific skills to children with autism, there 
is not currently evidence that one program is 
better than any other. Furthermore, most of 
the programs are developed for children aged 
3  and older, and many interventionists are 
currently attempting to adapt their programs 
to better meet the needs of the 0  to 3  age 
group. This leads to complications when rec­
ommending intervention programs to parents 
of young children with autism. At this time,
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Executive Summary

Experts agree that early 
identification and diagnosis 
of A SD  is important.

A lthough incremental changes have occurred on behalf of children 

and adults with Autistic Spectrum Disorders (ASD) in Alaska, the pace 

and amount of change has been inadequate to meet needs. Alaska 
does not have a system to capture the prevalence of ASD, but as in 

other states, the educational and service delivery systems have experienced an 

increased demand for ASD-specific intervention in recent years.

Experts agree that early identification and diagnosis of ASD is important. 
Screening identifies those in need of a comprehensive evaluation and 

assessment, and a diagnosis leads to appropriate interventions. Research has 

documented the efficacy of early, intensive intervention (Sheinkopf and Siegel, 

1998, Dawson and Osterling, 1997). A SD  specific interventions may speed 

the child's development, ameliorate inappropriate behaviors, and improve 

functioning over their lifetime. While not all children with ASD  experience 

dramatic improvement with intervention, many do.

The overall cost of caring for a person with autism over his or her lifetime is 
estimated to be $3.2 million (Ganz, 2006). Applying national prevalence rates 

of 1/166 to Alaska's 10,000 births annually results in about 60 babies born each 

year who will likely develop ASD. The lifetime cost for the 60 Alaskan babies 
born this year would total $192 million, as well as for the 60 babies born every 
subsequent year.

When children do not receive early intervention, the cost of caring for 

them over their lifetime exerts a substantial economic 

burden on society. Behavioral
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E xe cu tive  S u m m a ry  cont.

Research has documented 

the efficacy of early, intensive 

intervention (Sheinkopf 

and Siegel, 1998, Dawson 

and Osterling, 1997).

therapies represent only 6.5% of the total cost of caring for an individual with 

ASD. By contrast, adult care represents 21% and lost productivity is nearly 31% 

of the total annual expense involved in caring for an individual with ASD.

The Governor's Council on Disabilities and Special Education, with the 
concurrence of the Alaska Mental Health Trust Authority, convened an Ad Hoc 

Committee on Autism to develop recommendations to present to the Alaska 
Legislature and Administration. The group organized their 21 recommendations 

around identification, diagnosis, and treatment. Recommendations were 

prioritized by the Committee, and submitted to the Council's Executive 
Committee for final approval.

The following four recommendations were ranked as the Committee's highest 

priorities. Although each is a separate recommendation, their interdependent 
nature requires they be considered as a package. One recommendation is 

to increase screening of children for ASD. Screening is a quick process used 

to differentiate children who may experience ASD, and identifies those who 

need a complete developmental and medical assessment. Without enhancing 

the capacity for comprehensive assessment and diagnosis, screening would be 
a disservice, leaving families concerned but experiencing a very lengthy wait 

before confirming or ruling out a diagnosis of ASD. Similarly, because the value 

of early diagnosis is in the potential for amelioration; diagnosing more children 

with ASD will make the existing shortage of services even more critical. To 

provide an adequate level of services, training for families, teachers, and direct 
service providers is essential to increase the size and quality of the workforce. 
Finally, the need for family support will intensify as more children are identified 
with ASDs.

1. G reatly  expand autism  resources and referral services so that the 

program is well funded, independent, and highly visible with a long-range 

plan for satellite programs throughout the state.

Several activities are envisioned to expand the functions of an autism 

resource center. These include:

• An annual comprehensive fair/institute for families to provide up-to- 
date medical information, guidance in navigating the system, and other 

topics. Disseminate the institute through a C D  or a webcast for people 
who cannot attend in person.

• The establishment of local resource centers across Alaska that are 

independent in nature, but collaborative with other providers,



E xe cu tive  S u m m a ry  cont.

Early identification and 
diagnosis of ASD can 
lead to a better response 
to treatment and lifelong 
outcome for children.

• Regional, technical assistance traveling teams with professional 
oversight; and

• Comprehensive parent training in education, systems and political 
advocacy, guardianship, medical services, and other topics as needed.

2. Establish universal screen in g fo r autism  spectrum  disorders, using a 

tool such as the parent-completed Modified Checklist for Autism in Toddlers 
(M-CHAT), and provide systematic referral for comprehensive assessment 
for children with risk factors for ASD.

Screening is a quick, simple and inexpensive process to identify children 

who have symptoms that could indicate a disorder. Like hearing or vision 

problems, early identification and diagnosis of ASD can lead to a better 

response to treatment and lifelong outcome for children. Universal screening 

of children at well-child exams is recommended to ensure that children with 

A SD  are identified as early as possible in life. The M -CHAT is a 23-question, 
parent-completed survey that can be used at well-child check-ups and is 
valid for children between the ages of 16 and 36 months.

Screening does not take the place of a comprehensive assessment; rather 

it identifies those children who would benefit from a complete evaluation. 
The next step for children who show possible signs of an ASD  is to refer 

them to early intervention or the school district where the process of a 
developmental assessment can begin. A protocol for children with risk 

factors for ASD should be developed to ensure they are referred for further 

testing and a comprehensive developmental assessment.

3. Increase the capacity fo r com prehensive, tim ely assessm ents and  

d iagno sis of Autism Spectrum Disorders using a multidisciplinary team 

that is embedded with a system for referral to appropriate services (i.e. 
Early Intervention/Infant Learning Program, school districts, medical and 
other clinical providers).

Screening for ASD  will identify those children who require a comprehensive 

assessment across developmental and physical domains. Professionals 
from multiple disciplines are needed to conduct a complete assessment 

(i.e. neurodevelopmental pediatrics, psychology, speech, occupational and 

physical therapy, opthamology, audiology). For young children it is especially 
critical to perform a differential diagnosis to rule out any other 

possible genetic or medical disorders.



E xe cu tive  S u m m a ry  cont.

Assessment leads not only 
to diagnosis, but to a plan 
of intervention and services 
for the child and family.

Currently few clinicians and specialists are skilled and trained in performing 

ASD assessments. Investing in training and developing specialists in ASD  

will reduce the time between screening and a comprehensive assessment, 
as all testing needs to occur before a definitive diagnosis can be made.

The comprehensive assessment leads not only to diagnosis, but to a plan of 
intervention and services forthe child and family. Families need information 

and active referral to link up with needed health, educational, financial and 
family support resources.

4. C h an ge  M edicaid to ensure that children with A S D  are able to  
receive tim e-lim ited, intensive intervention services.

The Deficit Reduction Act permits flexibility within state Medicaid plans. 
It is recommended that the Medicaid State Plan be modified to include 

time-limited autism intervention services. If modifying the Alaska Medicaid 
Plan is not feasible, the Committee recommends that the state develop an 

Autism waiver modeled after Minnesota or Wisconsin. A third alternative 

would be to change eligibility within the Home and Community Based 

Waiver to ensure children with ASD receive time-limited intensive services.



In tro d u ctio n
Autism Spectrum Disorder
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Autism is a complex developmental disability that is the result of a neurological 
disorder affecting the functioning of the brain (Autism Society of America). 
Autism Spectrum Disorders (ASD) includes Autistic Disorder, Asperger's 
Syndrome, Pervasive Developmental Disorder -  Not Otherwise Specified, and 

Childhood Disintegrative Disorder. Studies have produced varying prevalence 
rates, in part due to method of diagnosis and size of the sample; however, 
1 in 166 children are thought to have an Autism Spectrum Disorder (Centers 

for Disease Control and Prevention, n.d.),. Each year about 10,000 babies are 

born in Alaska, suggesting that 60 of those babies will be identified in their 

early childhood as having an ASD. Another indicator that Autism is climbing in

Alaska comes from the public school system. The 
number of children with autism in the Alaskan 

School system has risen each year for the past 13 
years. These trends are similar in other states.

G r o w t h  o f  t h e  N u m b e r  o f  C a s e s  
o f  A u t i s m  in  A l a s k a n  S c h o o l s

ASD  covers a wide range of symptoms, from 
very mild to severe. ASD  affects social skills, 
communication, and cognitive development. 
ASD  affects the individuals' ability to convey or 
interpret others emotions. Children may engage  
in restricted and/or repetitive play and have



In tro d u ctio n  cont.

unusual attachments to objects. People with ASD  might not seem interested 
in other people and prefer to be alone. Some children with A SD  do not like to 
be held or cuddled, and many do not make eye contact with others. Individuals 
with ASD  also show varied degrees of impairment in their verbal and nonverbal 
communication. Some individuals with ASD may be nonverbal, while others 
may not have any difficulty speaking. Some repeat something previously heard 
or use stock phrases or learned scripts to communicate. Cognitively, individuals 
with A SD  develop differently from others. Many people with A SD  have difficulty 
processing sensory stimuli and verbal input, and this affects their understanding 
of the world around them.

Some individuals with 

ASD may be nonverbal, 

while others may not have 

any difficulty speaking.

: 
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On December 6th 2005, the Governor's Council on Disabilities and Special 
Education's convened an Ad Hoc Committee on Autism. The purpose of this 
group was to examine the current status of services needed by people with 

ASD  and their families and make recommendations to the Legislature and state 
policymakers. The 17 member committee consists of parents of children with 

ASD, Governor's Council members, and representatives from the Department 

of Health & Social Services, Division of Senior and Disability Services, Division 

of Behavioral Health, Department of Education & Early Intervention, Office of 
Children Services, and the University of Alaska Anchorage. The Committee 

met monthly over the course of five months. This report contains the 

recommendations of the Governor's Council and the Ad hoc Committee on 

Autism.

The report is organized around the following three major areas: Values and 
Principles, Identification/Screening/Diagnosis, and Services. Topics are prefaced 

with a summary of the Committee's evaluation of Alaska's current status and 

followed by recommendations.



Early intervention works, 
is cost-effective and 
fiscally responsible.

The following statements articulate the values that guided the Committee's 

work and recommendations.

People with Autistic Spectrum Disorders:
• Have great promise, gifts and potential;
• Deserve the opportunity to engage actively in the community, with 

friends and family and in work and volunteer positions;

• Contribute to their families, communities, and Alaska;
• Represent ethnic, socioeconomic, racial, and religious groups, speak 

many languages and live in urban, rural and remote areas ofthe state; 
and

• Are people first -  A SD  is only a part of who they are.

Early intervention works, is cost-effective 
and fiscally responsible. 

Services for people with ASD need to be:
• Individualized, based on family choice and need;
• Family directed, and based on principles of self-determination;

• Evidence-based;
• Provided as soon as possible after identification and diagnosis;
• Culturally appropriate and relevant, available in urban and rural areas;
• Coordinated, comprehensive and collaborative across all disciplines 

and state service systems;
• Available across the lifespan, and the full spectrum of autistic 

disorders;
• Delivered in a manner that maximizes independence by providing the 

supports and services needed; and
• Built on and honoring of individual strengths.

in Alaska 2006 * Governor's Council on Disabilities & Special Education



Id e n tifica tio n  
a n d  D ia g n o s is ■

The importance of early 
identification and diagnosis 
of individuals with autism 
cannot be overstated.

The importance of early identification and diagnosis of individuals with autism 

cannot be overstated. Early identification and diagnosis of autism leads to 

early intervention. Children with autism identified early and enrolled in early 

intervention programs show significant improvements in their language, 
cognitive, social, and motor skills, as well as in theirfuture educational placement 

(National Research Council, 2001). There is also empirical evidence that shows 

children who enter early intervention at younger ages show greater results than 

children who enter intervention programs at an older age (Harris & Handleman, 
2000; Sheinkopf & Siegal, 1998). There is also a financial incentive for the early 

identification, diagnosis, and intervention for children with autism. Ninety 

percent of children with autism who do not receive effective early intervention 

will require special or custodial care throughout their lives, and this is estimated 

to cost the United States $35 billion dollars a year (Ganz, 2006).

Where we are now
For the past 14 years, the Children's Hospital at Providence has supported the 
Center for Children with Special Needs, staffed with a neurodevelopmental 
pediatrician skilled in the diagnosis of children with ASD  and other developmental 
disabilities. In addition, the State of Alaska sponsors neurodevelopmental 
screening clinics in locations around the state. However, despite Child Find 

efforts on the part of early intervention and school districts, not all 
children with significant developmental delays

: Alaska 2006 • Governor's Council on Disabilities & Special Education



Id e n tifica tio n  a n d  D ia g n o s is  cont...

are referred for a neurodeveiopmental evaluation prior to entering school. 
Children residing in more remote, rural locations may be identified later than 

children in communities in more urban settings. Accurate identification ofthe  

child's pattern of development/learning style and behavior (i.e. autism diagnosis) 
leads to an appropriate school certification and program as well as an approach 
to solving behavior problems. Families living outside of Anchorage with children 

who are suspected of having autism frequently must wait for an appointment 

and then travel to Anchorage for a medical work-up and diagnosis.

The current definition used by Alaska's Department of Education & Early 

Development to determine eligibility is also an obstacle for the provision 

of special education services for students with ASD. This definition includes 
Autism, but not the other disorders in the spectrum. This committee proposes a 

definition that includes Pervasive Development Disorder, Asperger's Syndrome, 

and Childhood Disintegrative Disorder.

Currently there is not an accurate count of persons with ASD  in the state. 
This adds to the difficulty of planning and securing resources for statewide 

autism services. This affects people with autism, their families, state and local 
governments, school districts, and federal agencies. Having hard data on 
autism in the state will provide a comprehensive information resource that can 

direct state policies and service decisions that will improve the lives of people 

with ASD and their families. Autism registries have already been shown to be 

effective for planning and providing services in the states of Missouri, Virginia, 
West Virginia, Florida, and Delaware. An autism registry will also facilitate early 

detection and diagnosis of people with autism.

Identification and Diagnosis
R e c o m m e n d a t i o n s

1. Establish universal screening for autism spectrum  disorders, using a 

tool such as the parent-com pleted Modified Checklist for Autism in 
Toddlers (M-CHAT), and provide system atic referral for a comprehensive  

assessment for children with positive screens.

Screening is a quick, simple and inexpensive process to identify children 
who have symptoms that could indicate a disorder. Like hearing or vision 
problems, early identification and diagnosis of A SD  can lead to a better 

response to treatment and lifelong outcome for children. Universal 
screening of children at well-child exams is
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Children who appear at risk 
of having an ASD reouire a 
comprehensive assessment 
across developmental 
and physical domains.

recommended to ensure that children with ASD  are identified as early as 

possible in life. The M -CHAT is a 23-question, parent-completed survey that 

can be used at well-child check-ups and is valid for children between the 

ages of 16 and 36 months.

Screening does not take the place of a comprehensive assessment; rather it 
identifies those children who would benefit from a complete evaluation. The 

next step for children who show possible signs of an ASD  is to refer them to 

early intervention or the school district where the process of a developmental 
assessment can begin. A protocol for children with risk factors for ASD  

should be developed to ensure they are referred for further testing and a 

comprehensive developmental assessment.

2. Increase the diagnostic capacity throughout the state by developing a 

system to provide timely, comprehensive diagnosis of Autism Spectrum  

Disorders using a multidisciplinary team and systematic referral to 
appropriate services (i.e. Early Intervention/Infant Learning Program, 

school districts, medical and other clinical providers).

Children who appear at risk of having an A SD  require a comprehensive 

assessment across developmental and physical domains. Professionals 

from multiple disciplines are needed to conduct a complete assessment 

(i.e. neurodevelopmental pediatrics, psychology, speech, occupational and 
physical therapy, opthamology, audiology). For young children it is especially 

critical to perform a differential diagnosis to rule out any other possible 

genetic or medical disorders.

Currently few clinicians and specialists are skilled and trained in performing 

ASD  assessments. Investing in training and developing specialists in ASD will 
reduce the time between screening and a comprehensive assessment, as all 

testing needs to occur before a definitive diagnosis can be made.

The comprehensive assessment leads not only to diagnosis, but to a plan of 
intervention and services for the child and family. Families need information 

and active referral to link up with needed health, educational, financial and 

family support resources.

3. Expand the educational definition of autism to include all disorders 

in the Autism Spectrum  Disorder. See Appendix A  for recommended  
definition language.

The current definition of autism used by the Alaska 
Department of Education &

Autism in Ala Governor's Council on Disabilities & Special Education
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Children receiving proper 
services are more likely to 
achieve better outcomes.

Early Development to determine the eligibility is restrictive, including 

Autism Disorder, but not other disorders in the spectrum. The Committee 

recommends a definition that includes Pervasive Development Disorder, 
Asperger's Syndrome, and Childhood Disintegrative Disorder.

It is important to define ASD  broadly so that students receive an appropriate 

education. Some children with ASDs are incorrectly categorized as 

emotionally disturbed resulting in educational programs that disregard the 

neurological basis for the disorder, and instead treat the child as though they 

had a behavioral condition. Children receiving proper services are more likely 
to achieve better outcomes and exit the special education system earlier. A  

broad definition benefits the State by reducing costs, and providing more 

accurate data.

4. Establish and maintain a statewide autism registry or surveillance 
program.

Alaska does not have a reliable way of assessing the number of individuals in 

the state with ASD. Having valid statistics on the prevalence of ASD  in Alaska 

is critical to understanding trends, planning and developing programs to 
meet the educational and lifelong needs of individuals with ASD, future 

budgeting, and ensuring adequate numbers of people trained to provide 

specialized services. By understanding the prevalence of autism in Alaska, 
we will be better prepared to garner financial support from many sources to 

help Alaskan children and adults with ASD. The data collected will also allow 

our state legislature and school districts to better plan for growing needs for 

Alaskan's with autism.

5. Develop capacity to diagnose Asperger Syndrome in older children and 
adults.

Unlike other ASDs, Asperger Syndrome is typically not diagnosed in early 

childhood, but rather when the child is in school or even as an adult. A 

multidisciplinary team familiar with the features of Asperger Syndrome is 

needed to do an adequate assessment. Components of this assessment 

include taking a physical and developmental history, and conducting 
communication and psychological evaluations. Results of the evaluation 

need to be translated into a coherent picture and communicated to the 

child's family or the adult.



There is a critical shortage 
of services for people 
with ASD in the state.

There is a critical shortage of services for people with ASD  in the state. Reasons 

for this include an inadequate workforce, lack of evidence-based intervention 
programs within the state, especially for young children, and a need for more 

training for all those who work or come into regular contact with individuals 

with ASD. The lack of services influences the quality of the medical, dental, 
educational, and treatments offered to people with autism. Without these 

services, especially in the early childhood years when intervention can 

dramatically affect long-term outcomes, individuals with ASD  and their families 

will fail to reach their potential, be less self-sufficient and more reliant on state- 

funded services, and unable to fully contribute as a citizen.

Where we are now
Providing medical and dental care for individuals with autism can be complicated. 
The most common medical problems linked with autism are seizures, accidents 

and injuries, infections, dental problems, and nutritional issues (Volkmar, 2000). 
Pediatricians are located only in urban areas of the state or on an itinerant 
basis to hub communities. Smaller communities may be served by family 

practice physicians, nurse practitioners, or physician assistants while remote 
areas of the state are most commonly served by community health aides and 

practitioners. While pediatricians in particular are familiar with autism, many 
families are unable to access a medical provider who can advise them about 

the treatment options families may learn about. As many of these 
treatment options are controversial, having a
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Since individuals with ASD 
have different needs and 
abilities, providing a range 
of evidence-based treatments 
is extremely important.

medical provider knowledgeable about the current status of autism treatment, 
would guide families in making informed decisions.

There are a number of evidence-based educational interventions used 

throughout the country. In Alaska, educational services are provided by the Early 

Intervention/Early Intervention/Infant Learning Program (EI/ILP) for children 
birth to three, and by school districts for children from 3 to 18 or 22, depending 

on the student's Individual Education Plan. The EI/ILP delivers services in the 

family's home. An early interventionist, early childhood special education 

teacher, speech therapist, physical therapist, occupational therapist and/or 

paraprofessional supervised by an early interventionist work with families to teach 
them ways to enhance their child's development. School districts serve children 
and youth with ASD  through their Individual Education Plan, which outlines the 

goals and services to be delivered. A  statewide assessment of school districts' 
educational programs for students with ASD  has not been conducted. However, 
nationally-recognized intensive intervention programs designed specifically 

for individuals with ASD, such as applied behavioral analysis, floor time, and 

T E A C C H  (Treatment and Education of Autistic and related Communication 

Handicapped Children) are largely unavailable to families unless they are able 

to pay for the services of a consultant outside the state. The Anchorage School 
District does provide some specialized classrooms for children with ASD.

This is a critical aspect of autism services because the major treatment for 

autism is early and ongoing educational intervention. Presently, there are some 
limited and inconsistent services provided by school districts, private and home 

programs. Most school districts do not have the capacity to provide intensive 

interventions for students with autism. Part of the problem is that in both the 
rural and urban parts of the state, there is difficulty in the recruitment and 

retention of staff experienced with autism. The intensive, one-on-one nature of 
many interventions is prohibitively expensive for many school districts. There 

is also currently a limited amount of time provided for extended school year 

services. These services may be provided by the school district to some children 

with developmental disabilities who regress when not in school and are offered 

during regular school breaks. When extended school year services provided 

by school districts, some children with autism behaviorally and cognitively 
regress.

Providing effective autism treatments is found to be deficient in Alaska. Since 
individuals with ASD have different needs and abilities, providing a range of 

evidence-based treatments is extremely important. Many parents
are torceo to go out ot state and spend a lot ot
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More in-state training 
is needed.

money to get the services their children need. There are currently pockets of 

well-trained professionals providing autism related services in Alaska, but they 
are mostly clustered in the major urban centers. In Alaska, Medicaid does not 

reimburse for intensive behavioral treatment as a medical service. Intensive 
behavioral treatment is an important component of autism treatment.

A contributing factor to the lack of treatment and services for individuals 

with Autism Spectrum Disorders, is an inadequate level of training, resources 

and support for professionals and parents. More in-state training is needed, 
especially due to the high turnover rate in the direct service field and in school 
districts throughout Alaska.

Service Recommendations
M e d i c a l  S e r v i c e s

1. Expand specialty clinics at hospitals for individuals with autism.

Medical services are critical because children with ASD  are more likely 

to develop certain medical conditions such as seizures, accidents and 
injuries, infections, and dental and nutritional problems. This committee 

recommends that medical services be expanded to include consultation 
with the child's or adolescent's primary care provider and other service 
providers. Families and providers often need advice on such issues as 

medication, toileting, sleep disturbances, behavior and aggression, self- 
injurious behaviors, motor tics, social skills, and others.

2. Amend Medicaid regulations to ensure reimbursement for evidence- 
based medical interventions and psychological assessments and 
interventions. Currently only psychologists working in mental health 
clinics or under the supervision of a psychiatrist are allowed to bill 
Medicaid.

School districts perform psychological evaluations every three years. 
Because children develop rapidly in the early years, a new evaluation is 

typically needed to complete an assessment. Child psychologists are 

uniquely qualified to perform cognitive and adaptive behavior skills, and 
this is an important element ofthe diagnostic process. Adding psychology 

services for Medicaid recipients would alleviate this problem.

Autism in Alaska 2006 • Governor's Council on Disabilities & Special Education
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3. Develop the capacity of medical providers to work successfully with 
individuals with ASD.

Increasing the capacity of medical providers to work with individuals with 

A SD  is essential to providing quality health and dental care for the ASD  

population. Communication and behavior problems as well as unusual and 

unpredictable response to stimuli complicate medical and dental care. 
Specialized training and skills will help medical and dental professionals 
provide quality care for those with ASD  in Alaska.

The Committee recommends that training on ASD  be provided at medical 
conferences in Alaska.

There is strong evidence 
supporting the validity of 
intensive early intervention 
beginning as early as 
possible after diagnosis.

E d u c a t i o n a l  S e r v i c e s

1. Adopt best practice guidelines and set measures of effectiveness of 
educational services for children with ASD.

The National Autism Center is developing national standards for the 

treatment of ASD. Using evidence-rating criteria the Center will produce 

a set of national research-based standards for education and behavioral 
intervention for children with autism. The Committee recommends that 

Alaska adopt best practice standards, based on national standards, for 
interventions and educational services provided to individuals with ASD  in 
Alaska.

2. Provide adequate funding to establish intensive early intervention 
services for children with autism through the Early Intervention/Early 
Intervention/Infant Learning Program, Head Start and school district 
preschool programs.

Intensive early intervention has been documented to be an effective 

intervention for children with ASD  (Dawson & Osterling, 1997; Green, 1996). 
Although the specific intervention models are a source of controversy, there 

is strong evidence supporting the validity of intensive early intervention 
beginning as early as possible after diagnosis (Sheinkopf & Siegel, 1998).

Children under three with developmental delays are served by the Early 

Intervention/Infant Learning Program. Some children receive a diagnosis of 
ASD before their third birthday and will begin receiving services through 

this program. Families receive periodic home visits
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Research has documented 

the efficacy of early, intensive 

intervention (Sheinkopf 

and Siegel, 1998, Dawson 

and Osterling, 1997),

from an early intervention specialist, based on the child and family needs. 

Eligible three to five year old children attend public preschool or Head 
Start programs.

3. Adequately fund and provide appropriate intensive interventions based 
on best practices to children with ASD in the educational system.

Currently, schools provide either limited or no ASD-specific intervention 

programs for children qualified to receive special education. Rather than 

endorsing a specific model, the Committee recommends that evidence- 
based models for ASD  intervention become available in the educational 
system. Families need to be provided a choice of models and an opportunity 
to decide which approach will best meet their child and family's needs. 
Interventions require a time and lifestyle commitment from the families.

4. Enlist Alaska's universities' support and collaboration in developing 
certification and degree programsfor students interested in specializing 
in autism interventions.

The University of Alaska system and the small number of private colleges 
in the state are a resource that can be used to help develop the workforce 

needed to provide effective services for individual with ASD. Education, 

Special Education, Social Work, and Psychology degree programs, with a 
certification in autism interventions can help alleviate the current shortage 

of qualified personnel. The University of Alaska Anchorage also has the 
Washington, Wyoming, Alaska, Montano, and Idaho (WWAMI) Biomedical 

program affiliated with the University of Washington School of Medicine. 
This program can be used to increase the number of medical doctors in 

state who specialize in diagnosing and treating children with ASD.

5. Build capacity for all early intervention and childcare programs, and 
school districts, to adopt evidence-based, non-aversive behavioral 
interventions, such as positive behavioral support and best practice 
interventions with proven outcomes.

Challenging behaviors often accompany ASD. When individuals are limited 

in their communication skills, they may use behaviors as a way to let others 
know what they want and need. Positive behavior support helps adults 

decipher the communication intent of behavior, and teaches alternative 

ways individuals can express themselves. Programs that serve children with 
ASD  need training and tools for helping the adults better 

support the communication
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Children with ASD 
present unioue and 
difficult needs that 
reouire specific 
skills from teachers 
and educational 
professionals.

and behavioral needs of students with ASD.

Children with ASD  present unique and difficult needs that require specific 

skills from teachers and education professionals. Currently, no specific 

certification in ASD interventions forteachers and educational professionals 
exists in the state.

6. Investigate amending Medicaid regulations to allow reimbursements 
to districts for school-based intensive autism interventions to Medicaid 
eligible students.

About half of Alaska's children are Medicaid eligible. Adding intensive 

intervention for ASD  as a Medicaid service would permit the state to 

collect federal funds to help cover the expense. Shifting some of the cost 

of intervention would permit school districts to use their funding to reach 

non-Medicaid students as well.

H o m e  a n d  C o m m u n i t y - B a s e d  S e r v i c e s

1. Change Medicaid to ensure that children with ASD are able to receive 
time-limited, intensive intervention services.

The Deficit Reduction Act permits flexibility within state Medicaid plans. It 

is recommended that Alaska modify their Medicaid Plan to include time- 
limited autism intervention services. If modifying the Alaska Medicaid Plan is 

not feasible, the Committee recommends that the state develop an Autism 

waiver modeled after Minnesota or Wisconsin. A third alternative would 

be to change eligibility within the Home and Community Based Waiver to 
ensure children with A SD  receive time-limited intensive services.

2. Provide supplemental grant funding for providers to offer treatment 
services for individuals with autism who are not eligible for Medicaid 
or meet level of care.

Not all individuals with A SD  meet level of care requirements for a 
Medicaid Home and Community-based waiver or TEFRA, but would 

benefit from intervention. The DD grant program supports individuals with 

developmental disabilities who are not eligible for a waiver. Additional 
funding in the DD grant program would help meet the needs of children 
and adults with ASD.
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3. Bring training on diagnosis and interventions to Alaska.

Alaska faces a shortage of clinically trained personnel experienced 

in performing diagnostic assessments and follow-up treatment. The 

Committee recommends improvement in the availability and expertise 
of these specialists to assess and treat ASD. Very few psychologists in 

Alaska are experienced in administering assessment tools for autism and 
evaluating the results, especially for young children.

Several University-based Autism centers provide training that, if brought to 

Alaska, would expand statewide capacity for timely and accurate diagnosis 
and appropriate intervention.

„ . , . . 4. Change Medicaid regulations to provide reimbursement for autism
Bring training

treatments as a medical service.
on diagnosis and

. . . .  Although research has shown promising results stemming from autism
interventions to Alaska. a s M

interventions for some individuals with ASD, there are significant differences
----------------------------------------------  in the costs, degree of family involvement required, availability, and content

and structure of these programs. The Committee believes a continuum of
intervention options should be available and billable through Medicaid.
Such interventions may significantly reduce the lifetime cost of care for
individuals with ASD.

5. Remove licensing barriers that prevent out-of-state autism specialists 
from practicing in Alaska.

Out-of-state autism specialists would help provide quality treatment for 

those with ASD in Alaska. Current state licensure and billing regulations 

that prohibit out-of-state health providers from practicing in the state need 

to be reviewed and revised so they may provide services for individuals 
with ASD in Alaska.

P a r e n t  T r a i n i n g

1. Greatly expand services offered through an autism resource center, 
so that it is well funded, independent, and highly visible with a long- 
range plan for satellite programs throughout the state.
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There is a critical 

shortage of staff to work 

directly with individuals 

with developmental 

disabilities.

Several activities are envisioned to expand the functions of an autism 
resource center. These include:

• An annual comprehensive fair/institute for families to provide up-to- 
date medical information, guidance in navigating the system, and 

other topics. Disseminate the institute through a C D  or a webcast for 

people who cannot attend in person;

• The establishment of local resource centers across Alaska that are 

independent in nature, but collaborative with other providers, and 
state/local/national experts;

• Training for parents in systems advocacy/political advocacy;

• Regional, technical assistance traveling teams with professional 
oversight; and

• Comprehensive parent training in education, systems advocacy, 
guardianship, medical services, and other topics as needed.

S e r v i c e  P r o v i d e r  D e v e l o p m e n t

1. Fund and deliver training to develop qualified staff who will provide 
evidence-based autism treatment services in home, child care and 
community-based settings.

There is a critical shortage of staff to work directly with individuals with 

developmental disabilities. The failure to provide evidence-based services 
to children and adults with Autism Spectrum Disorders impedes their 

development and limits their potential over their entire lifetime. Training is 

inadequate for those who provide care to individuals with Autism Spectrum  
Disorders.
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A P P E N D IX  A

PRO PO SED  D EFIN ITIO N  O F AUTISM
FOR TH E DEPARTM EN T O F EDUCATION AN D EARLY DEVELO PM ENT

1. Autism  Spectrum  Disorders (ASD)

To be eligible for special education and related services as a child with ASD, a child must:

a. exhibit a developmental disability significantly affecting verbal and non-verbal communication and social 
interaction, generally evident before age three, that adversely affects educational performance; and

b. require special facilities, equipment, or methods to make the child's educational program effective; and

c. be diagnosed as having an autism spectrum disorder by a psychiatrist, physician, or psychologist; and

d. be certified by a group consisting of qualified professionals and a parent of 

the child as qualifying for and needing special education services.

Characteristics o f A SD  include:

• Irregularities and impairments in communication
• Engagem ent in repetitive activities and stereotyped movements
• Resistance to environmental change or change in daily routines
• Unusual responses to sensory experiences

A child who manifests the above characteristics after age 3 may also be diagnosed as having autism spectrum 
disorder.

A child who is diagnosed as having Asperger's Syndrome or Pervasive Developmental Disorder - Not Otherwise 

Specified (PDD-NO S) and who manifests the above characteristics may be found eligible for special education 
under the category of ASD.
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Executive Summary

Autism is a complex neurobiological disorder and is the fastest-growing serious 

developmental disability in the U.S. The Centers for Disease Control estimates that 1 in 

150 children have autism. These children require extensive services from medical 

professionals. Early intervention is critical to gain maximum benefit from existing 

therapies. Most private health insurance plans do not provide coverage for Applied 

Behavioral Analysis (ABA ) and other autism-related services.

This document contains eight arguments in favor of requiring private health insurance 

policies to cover the diagnosis and treatment of autism spectrum disorders for individuals 

under the age of 21. These arguments are based on epidemiological, social, and 

economic studies of the children and families affected by autism and prove the significant 

long-term financial and public health benefits of this requirement.

We first point out that children with autism have substantial medical needs and have a 

difficult time accessing necessary treatments through Medicaid and private health 

insurance. Most insurance policies contain specific exclusions for autism. This is a 

hardship for many families, who are often forced to cope with delayed, inadequate, and 

fragmented care through the Medicaid system. Often, families must pay for costly 

treatments out-of pocket or forego them.

We then review some of the many studies and reports that document the effectiveness of 

intensive behavioral therapies in the treatment of autism. An autism insurance mandate 

should specifically target coverage of Applied Behavior Analysis (ABA ) and other 

structured behavioral therapies, which are the most effective forms of treatment and have 

the best outcomes, both in human costs and in long-term economic benefits.

We then comment on the experiences of several states with insurance reform. Their 

experiences show that the policy holder costs resulting from the passage of legislation 

requiring comprehensive autism services have been relatively small.

Finally, we point out that the mandate offers hope that children with autism will need less 

intensive care in the future. They will, in short, have a better chance at a normal life.
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What is Autism Speaks?

Autism Speaks is an organization dedicated to increasing awareness of autism spectrum 

disorders, to funding research into the causes, prevention, treatments, and cure for autism, 

and to advocating for the needs of affected families. The organization was founded in 

February 2005 by Suzanne and Bob Wright, the grandparents of a child with autism. Bob 

Wright is Vice Chairman, General Electric, and served as chief executive officer of N B C  

for more than twenty years. Autism Speaks has merged with both the National Alliance 

for Autism Research (N A A R ) and Cure Autism Now (CAN), bringing together the 

nation's three leading autism advocacy organizations.

What is Autism?

Autism is a complex neurobiological disorder that typically lasts throughout a person's 

lifetime. It is part of a group of disorders known as autism spectrum disorders (ASD). 

Today, 1 in 150 individuals is diagnosed with ASD , making it more common than 

pediatric cancer, diabetes, and A ID S  combined. It occurs in all racial, ethnic, and social 

groups and is four times more likely to strike boys than girls. Autism impairs a person's 

ability to communicate and relate to others. It is also associated with rigid routines and 

repetitive behaviors, such as obsessively arranging objects or following very specific 

routines. Symptoms can range from very mild to quite severe.
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Argument 1: Mandated private health insurance coverage will provide services that 
are desperately needed by children with autism, who have greater health care needs 
than children without autism.

Children with autism have a tremendous need for services from trained medical 
professionals. These children are at risk for a range of other medical conditions, 
including behavioral or conduct problems, attention-deficit disorder or attention- 
deficit/hyperactivity disorder, stuttering, stammering, and other speech problems, 
depression and anxiety problems, bone, joint, or muscle problems, ear infections, hearing 
and vision problems, allergies (especially food allergies), and frequent and severe 
headaches. These problems greatly affect their overall health and their need for and use 
of health care services.

A  recent study by James G. Guemey and others1 highlights the broad medical needs of 
children with autism. Using data from the National Survey of Children’s Health,
Guemey showed that relative to children without autism, children with autism require 
more services for physical, occupational, and speech therapy. Children with autism are 
also much more likely to have poor health, to require medically necessary care for 
behavioral problems, and to be using medications. A s evidenced in the chart below taken 
from the study, parents of children with autism were more likely to report the presence of 
a variety of concurrent medical conditions and the need for more visits to a range of 
medical service providers than parents of children without autism.

Table 2. Parental Description el Health status and Therapy and Services Use, From the National Survey ol Children's Health
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This reform of private health insurance coverage will address the broad medical needs of 
children with autism. It will ensure that these children will receive the full range of 
therapies necessary to ameliorate their condition.
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Argument 2\ Treatments for autism are difficult to access, often inadequate, and 
frequently delayed. Denied coverage by private group health insurance companies, 
parents are often forced either to pay out-of-pocket or forego the treatments their 
children need.

Children with autism face barriers in accessing early intensive behavioral treatments and 
other therapies. According to the Institute of Medicine, the term “access” is defined as 
“the timely use of personal health services to achieve the best possible health 
outcomes.”2 For a child with autism, lack of access to services can be the cause of 
inconsistent and uncoordinated care. Children with autism often experience barriers to 
access with even greater frequency than children with other special health care needs. In 
fact, one study found that “over one-third of the children with autism were reported to 
have experienced an access problem with respect to specialty care from a medical doctor 
in the preceding 12 months.” 3 A  study of the Tennessee Medicaid system, TennCare, 
found that for children with autism, “the rate of service use was only one tenth what 
should be expected based on prevalence rates.” The chart below illustrates these results 
and the significantly lower rates of service access for children with autism.
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Fig. 1. Estimated incidence rates vs. service rates o f  autism spectrum disorders (ASDs) in TennCare for children apes
0-17  years, by quarter.



8

Within the Medicaid system, the amount of public money spent for services for 
developmental disabilities including autism is now eight times the rate of spending just a 
few decades ago.4 Medicaid accounts for 75%  of all funding for services for the 
developmentally disabled, making it the largest single public payer of behavioral health 
services.5 Children with disabilities comprise a significant portion (15%) of all Medicaid 
recipients, and an even more significant portion (31%) of disabled children use the 
Medicaid system as their primary insurer.

Medicaid suffers from very low reimbursement rates that make it difficult for many 
locations to retain service providers. Moreover, services that can be accessed through the 
Medicaid system are often inadequate at meeting the specific needs of a child with 
autism. The system operates as a short-term service provider, tending to push children 
through treatment as quickly as possible. The success of the Applied Behavior Analysis, 
however, depends in part, on the amount of time the child with autism spends with the 
provider of the therapy.6

The failings of Medicaid point to the importance of the private health care system in 
providing services to children with autism. But nationwide there are very few private 
insurance companies or other employee benefit plans that cover Applied Behavior 
Analysis and other behavioral therapies. Most insurance companies designate autism as a 
diagnostic exclusion, “meaning that any services rendered explicitly for the treatment of 
autism are not covered by the plan, even if those services would be covered if used to 
treat a different condition.”7 A  2002 study by Pamela B. Peele and others of 128 
behavioral health plans administered by one of two large managed behavioral health 
organizations found that all the plans had some type of limit on benefits for behavioral 
therapies -  over half of the plans had limits on the number of annual outpatient sessions 
and 65 percent of the plans imposed limits on the number of inpatient days covered per 
year.8

Families that refuse to allow their children to suffer through the inadequate Medicaid 
system and are denied coverage by their private health insurance carriers often end up 
paying for therapies out of their own pockets. For these families, the financial burden is 
immense. Without the negotiating powers of an insurance company behind them, out-of- 
pocket prices are extremely high. Parents can often spend upwards of $50,000 per year 
on autism-related therapies, often being forced to wager their own futures and the futures 
of their non-autistic children to pay for necessary autism-related therapies. Children 
whose parents cannot afford to pay for behavioral and other therapies and who cannot 
access adequate therapies through the Medicaid system simply go without these 
interventions.
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Argument 3: Mandated private insurance coverage will bring effective autism 
services within the reach of the children who need them. The efficacy of Applied 
Behavior Analysis (ABA), the centerpiece of this legislative mandate’s benefits, has 
been established repeatedly.

Private health insurance coverage of autism services will allow children with autism to 
access Applied Behavior Analysis (ABA), a proven treatment for their condition. Several 
studies have shown that as many as 47 percent of the children that undergo early 
intensive behavioral therapies achieve higher education placement and increased IQ 
levels. A  significant portion of children who receive A B A  are placed into mainstream 
educational settings. Children who begin their treatment with minimal IQ levels end 
treatment with substantially higher levels of intellectual functioning. These results have 
been shown to last well beyond the end of treatment. A s such, the effectiveness of A B A  
therapy has allowed many children to forego costly intensive special education in the 
future.

Lovaas:

The most famous study of the effectiveness of behavioral modification treatments was 
conducted in 1987 by O. Ivar Lovaas. 9 Lovaas’s study showed that when compared with 
other treatment programs that provide minimal therapy, Applied Behavior Analysis is 
extremely effective in helping many children struggling with autism, providing gained 
capacity for intellectual functioning and allowing a child to progress educationally.

Lovaas conducted his study of the effectiveness of behavioral modification treatments on 
very young children affected by autism. For his study, Lovaas split his 38 subjects into 
two groups: 19 subjects were put into an intensive-treatment experimental group that 
received more than 40 hours of one-to-one treatment per week, and 19 subjects were 
place in a minimal-treatment control group that received 10 hours or less of one-to-one 
treatment per week. Both groups were identical at intake in terms of intellectual 
functioning abilities, and both received their assigned treatment for 2 or more years.

Upon follow-up at age 7, the experimental group attained significantly higher results on 
education placement and IQ levels than the control group. According to the results of 
Lovaas’s study, the 19-subject experimental group showed nine children (47%) who 
successfully passed through normal first grade in a public school and obtained an average 
or above average score on IQ tests.

McEachin:

Lovaas’s landmark 1987 study was followed in 1993 by another study of these same 38 
subjects. The objective of John J. McEachin’s study was to discover the long-term 
effects of Lovaas’s early intensive behavioral treatment and to find out if the results of 
the experimental group were preserved over time. 10
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For this study, Lovaas’s original subjects were evaluated at a mean age of eleven-and-a- 
half years. The study was presented in two parts: the first examined whether the 
experimental group had maintained its treatment gains, the second part focused on the 
nine subjects who had achieved the greatest gain in the original study and examined the 
extent to which they “could be considered free of autistic symptomology.”

McEachin’s follow-up resulted in findings in three different categories: school 
placement, intellectual functioning, and presence of adaptive and maladaptive behaviors. 
In terms of class placement, the study found that “the proportion of experimental subjects 
in regular classes did not change from the age 7 evaluation (9 of 19, or 47%). In the 
control group, none of the 19 children were in a regular class, as had been true at the age 
7 evaluation.” (McEachin, supra note 10) In terms of intellectual functioning, the study 
found that “the experimental group at follow-up had a significantly higher mean IQ  than 
did the control group... indicating that the experimental group had maintained its gains in 
intellectual functioning between age 7 and the time ofthe current evaluation.” Finally, in 
terms of presence of adaptive and maladaptive behaviors, “the findings indicate that the 
experimental group showed more adaptive behaviors and fewer maladaptive behaviors 
than did the control group.” (McEachin, supra note 10)

Based on these findings, the effectiveness of A B A  and other structured behavioral 
programs, as provided by the proposed benefit, would be experienced in the short-term as 
well as the long-term.
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Argument 4: Government and scientific organizations have endorsed Applied 
Behavior Analysis (ABA) and other structured behavioral therapies.

A B A  is the treatment of choice for autism. Its efficacy has been recognized in a number 
of prominent reports, including the following:

❖  The 2001 U.S. Surgeon General’s Report on Mental Health, which states, 
“Among the many methods available for treatment and education of people with 
autism, applied behavior analysis (ABA ) has become widely accepted as an 
effective treatment. Thirty years of research demonstrated the efficacy of applied 
behavioral methods in reducing inappropriate behavior and in increasing 
communication, learning, and appropriate social behavior.” 11

❖ The New York State Department of Health assessed interventions for children 
ages 0-3 with autism, and recommended that “behavioral interventions for 
reducing maladaptive behaviors be used for young children with autism when 
such behaviors interfere with the child's learning or socialization or present a 
hazard to the child or others.” 12

♦> The Maine Administrators of Services for Children with Disabilities notes in 
their report that “There is a wealth of validated and peer-reviewed studies 
supporting the efficacy of A B A  methods to improve and sustain socially 
significant behaviors in every domain, in individuals with autism. Importantly, 
results reported include ‘meaningful’ outcomes such as increased social skills, 
communication skills academic performance, and overall cognitive functioning. 
These reflect clinically-significant quality of life improvements. While studies 
varied as to the magnitude of gains, all have demonstrated long term retention of 
gains made.” 13

❖ The National Institute of Mental Health reports, “The basic research done by 
Ivar Lovaas and his colleagues at the University of California, Los Angeles, 
calling for an intensive, one-on-one child-teacher interaction for 40 hours a week, 
laid a foundation for other educators and researchers in the search for further 
effective early interventions to help those with A S D  attain their potential. The 
goal of behavioral management is to reinforce desirable behaviors and reduce 
undesirable ones.” 14

❖ The National Institute of Child Health and Human Development lists Applied 
Behavior Analysis among the recommended treatment methods for Autism 
Spectrum Disorders. 15

❖ The National Research Council’s 2001 report on Educating Children with 
Autism acknowledged, “There is now a large body of empirical support for more 
contemporary behavioral approaches using naturalistic teaching methods that 
demonstrate efficacy for teaching not only speech and language, but also 
communication.” 16



The Association for Science in Autism Treatment recommends ABA-based 
therapies, stating, “A B A  is an effective intervention for many individuals with 
autism spectrum disorders.” 17
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Argument 5: To combat the difficulty many families face in accessing Applied 
Behavior Analysis (ABA) and other structured behavioral treatments through 
public insurance, three states have passed autism insurance mandates that 
specifically require private insurance companies to provide coverage of these 
therapies, thus creating a public-private partnership for the provision of care.

While there are several states that have passed autism specific private insurance 
mandates, very few states specifically mandate coverage for A B A  and other structured 
behavioral therapy programs. Without coverage of these crucial, medically necessary, 
evidence based therapies, the effectiveness of most mandates is severely diminished. For 
this reason, we have concluded that only the following states have passed autism 
insurance legislation:

South Carolina:

Senate Bill 20, better known as Ryan's Law, was passed by both the South Carolina 
House of Representatives and Senate on May 31, 2007. 18 The bill was then vetoed by 
Governor Mark Sanford on June 6. On June 7, the bill was brought back to the House and 
Senate floors, and unanimous votes in both chambers overrode the Governor's veto. This 
law goes into effect in July 2008.

Coverage Includes: Treatments, including behavioral therapies, which are 
prescribed by the individual’s treating medical doctor in accordance with a treatment 
plan.

Age Range: A n  individual must be diagnosed with autistic spectrum disorder at age 
eight or younger. The coverage must be provided to any eligible person less than 
sixteen years of age.

Dollar Cap: Coverage for behavioral therapy is subject to a $50,000 maximum 
benefit per year.

Texas:

On June 15, 2007, Texas enacted House Bill 1919, effective September 1, 2007. 19 
While the Texas bill limits the ages for children who can benefit from coverage, it goes 
further than some other states in spelling out exactly what kinds of services are covered. 
The bill's text specifically cites which kinds of autism-related services are examples of 
treatments that must be covered.

Coverage Includes: Evaluation and assessment services, A  BA, behavior training 
and behavior management, speech therapy, occupational therapy, physical therapy, 
medication or nutritional supplements used to address symptoms of autism spectrum 
disorder.

Age Range: An individual must be between ages three and five to receive this
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Dollar Cap: Same as afforded to physical illnesses 

Indiana:

In 2001, the Indiana enacted House Bill 1122, requiring insurers that issue accident and 
sickness insurance policies on an individual basis to provide coverage for the treatment of 
autism spectrum disorders. 20

Coverage Includes: Treatment that is prescribed by the insured’s treating 
physician in accordance with a treatment plan. The statute thus allows many 
different professionally accepted therapies, such as A BA , speech therapy, 
occupational therapy, physical therapy, and medications to address symptoms 
of autism.

Age Range: All ages are allowed coverage 

Dollar Cap: Same as afforded to physical illnesses

coverage.
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Argument 6: The costs of the proposed benefit are small and will have very little 
impact on the cost of health insurance premiums for the individual consumer.

Earlier this year, The Council for Affordable Health Insurance, a research and advocacy 
association of insurance carriers, released its annual report on state health insurance 
mandates, Health Insurance Mandates in the States 2007. 21 The report defined a 
mandate as “a requirement that an insurance company or health plan cover (or offer 
coverage for) common -  but sometimes not so common -  health care providers, benefits 
and patient populations.” (Bunce, supra note 21) Using this definition, the report 
identified legislative mandates for autism benefits in ten states: Colorado, Delaware, 
Georgia, Iowa, Indiana (which, as we have noted, provides comprehensive benefits), 
Kentucky, Maryland, New Jersey, New York, and Tennessee. The report assessed the 
incremental cost of state mandated benefits for autism in these ten states as less than one 
percent.

The Council’s modest estimate of incremental premium costs is consistent with state 
government estimates across the country. Prior to enactment of Indiana’s sweeping 
legislation, the Indiana Legislative Services Agency estimated additional premium costs 
as ranging from $.44 per contract per month to $1.67 per contract per month. 22 In 
vetoing Ryan’s Law in South Carolina, Governor Mark Sanford estimated that the bill, 
with its $50,000 maximum yearly benefit for behavioral therapy, would add $48 annually 
to insurance policies.23 And in Wisconsin, where pending Assembly Bill 417 would 
provide the same broad coverage Indiana’s statute mandates, the Department of 
Administration estimates policy increments of between $3.45 and $4.10 per month -  
about the same as Governor Sanford’s estimate for Ryan’s Law. 24

The cost estimates for Indiana, South Carolina, and Wisconsin -  all states whose 
legislation allows a maximum benefit that can be considered high -  suggest that an 
average autism insurance coverage mandate will cost approximately $50 annually per 
policy holder. For only a modest effect on premium cost, this insurance reform holds the 
promise of significantly improving the lives of thousands of children.
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Argument 7: By improving outcomes for children with autism, mandated private 
insurance coverage will decrease the lifetime costs of treating and providing services 
and will actually result in an overall cost savings in the long-run._________________

A  1998 study by John W. Jacobson and others titled, Cost-Benefit Estimates for Early 
Intensive Behavioral Intervention for Young Children with Autism -  General Model and 
Single State Case, examined the cost/benefit relationship of early intensive behavioral 
intervention treatment at varying levels of treatment success.25 The study used estimates 
of costs for early intensive behavioral interventions (E IB I) from childhood (age three) 
through adulthood (age 55) based on prices in the Commonwealth of Pennsylvania and 
compared these costs with the expected amount of income the child would earn later in 
life to arrive at an estimated cost savings.

With a success rate of 47 percent for early intensive behavioral intervention therapy (as 
determined by Lovaas), Jacobson’s study found that cost savings per child served are 
estimated to be from $2,439,710 to $2,816,535 to age 55.

Table 6. Financial benefits at different levels of effectiveness, age 3-55 years, per 100 children 
served and per child served—Pennsylvania model

I n f l a t e d  t o t a l  1 9 9 6  S  t o t a l

I n f l a t e d !

s t u d e n t

4.804.260
1.036.013 

0
1,686,061

4.804.260
1.036.013 

0
2,062,886

4.804.260
1.036.013 

0
1 2.439 710 II

4,80
1,03

1,260 
>,013 
' 0

1 2 816135 I

1 9 9 6  S i  

s t u d e n t

At 20% normal range 
20 norm range vs. partial effect 96,085,200 36,654,400
70 partial vs. minimal effect 72,520,910 28,984,130
10 minimal effect 0 0
Net 168,606,110 65,638,530

At 30% normal range 
30 norm range vs. partial effect 144,127,800 54,981,600
60 partial vs minimal effect 62,160,780 24,843,540
10 minimal effect 0 0
Net 206,288,580 79,825,140

At 40% normal range 
40 norm range vs. partial effect 192,170,400 73,308,800
50 partial vs. minimal effect 51,800,650 20,702,950
10 minimal effect 0 0
Net 243,971,050 94,011,750

At 50% normal range 
50 norm range vs. partial effect 240,213,000 91,636,000
40 partial vs. minimal effect 41,440,520 16,562,360
10 minimal effect 0 0
Net 281,653,520 108,198,360

1.832.720
414.059 

0
656,385

1.832.720
414.059 

0
798,251

1.832.720
414.059 

0
940,118

1.832.720
414.059 

0
1,081,984

Nate: This tab le presents a  com parison  o f financial benefits al different levels o r  rates o f  achievement o f  
norm al skills o r  functioning achieved by  EIBI, for people ages 3-55  years, ranging from 20%  o f  children 
achieving norm al range skills o r  functioning (an  assum ed minim al rale) to  50% o f  children. A t each level o f  
effectiveness, differing rates o f  norm al range functioning, a s  well a s  partial benefit a re  estim ated. C osts a te  
shown in term s o f  I tie aggregate o f  100 children served, and averages per person  served, w ith inflation and in 
1996 dollars.

The study also accounts for the initial investment in early intervention by concluding that, 
with an initial annual cost of $32,820, the total cost-benefit savings of E IB I services per
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child with autism or P D D  for ages 3-55 years averages from $1,686,061 to $2,816,535 
with inflation.

According to a 2005 Government Accounting Office (GAO) report, “the average per 
pupil expenditure for educating a child with autism was more than $18,000 in the 1999- 
2000 school year. This amount was almost three times the average per pupil expenditure 
of educating a child who does not receive any special education services. “26 With this 
insurance reform in place, more children would be able to access the early intervention 
services they need. That investment will, in the long run pay benefits, both economic and 
social, to the greater population.
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Argument 8: Without passage of legislation requiring private health insurance 
coverage for autism, the costs associated with autism will continue not only to affect 
families, but will have far reaching social effects as well.

The cost of autism is bome by everyone. Michael L. Ganz’s study of the societal costs of 
autism, The Lifetime Distribution o f the Incremental Societal Costs o f Autism, examined 
how the large financial burdens of autism affect not only families with an autistic child

97but society in general.

Ganz broke down the costs associated with autism into two distinct categories, direct 
costs and indirect costs. Direct costs include direct medical costs, such as physician, 
outpatient, clinic services, dental care, prescription medications, complementary and 
alternative therapies, behavioral therapies, hospital and emergency services, allied health, 
equipment and supplies, home health, and medically related travel, as well as direct 
nonmedical costs, such as child care, adult care, respite and family care, home and care 
modification, special education, and supported employment. Indirect costs include 
productivity losses for people with autism (calculated by combining standard average 
work-life expectancies for all men and women with average income and benefits and 
estimated age and sex specific labor force participation rates).

According to Ganz’s study, direct medical costs reach their maximum during the first five 
years of life, averaging around $35,000. As the child ages, direct medical costs begin to 
decline substantially and continue to decline through the end of life to around $1,000. 
Ganz goes on to report, “The large direct medical costs early in life are driven primarily 
by behavioral therapies that cost around $32,000 during the first 5-year age group and 
decline from about $4,000 in the 8-to 12-year age group to around $1,250 for the 18- to 
22-year age group.” (Ganz, supra note 27)

In terms of direct medical costs “the typical American spends about $317,000 over his or 
her lifetime in direct medical costs, incurring 60% of those costs after the age of 65 years. 
In contrast, people with autism incur about $306,000 in incremental direct medical costs, 
which suggests that people with autism spend twice as much as the typical American over 
their lifetimes and spend 60% of those incremental direct medical costs after age 21 
years.” (Ganz, supra note 27)27

The study also found the indirect costs of autism to be significant as well. While in the 
first 22 years of life, indirect costs are mostly associated with lost productivity for the 
parents of a child with autism, the costs from age 23 on are associated with lost 
productivity of the actual individual with autism as depicted in the chart below taken 
from the study. The impact of this lost productivity can have enormous ramifications for 
the tax base of an entire society and the future of the older generation as their children 
with autism transition into adult care.
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Tadle 4. Age-Speclllc aid Lifetime per Ceplle Incremental Societal Indirect coats olAullem*
Average per Capla Codper Apt Group

Age Groin Y t«ri hiirasl J
3-T 0 42036■M2 0 4113612-17 0 3243216-22 0 32'KC22-27 22763 IP-32626-32 22(20 213632-3T 23(52 _ ft36-42 2-3122 D42-47 26(02 046-32 24:51 052*37 17 774 036-62 0 06246  ̂ O 0Talai Uetirw cwti otn d?3 004 555
•Costs presented ii 2932 do Im. Ccite tarape ivHisjnd aber m dtKotfrtM to 3003 ddhr: using a dsccuit nle'il lit expectanty hr nen it apt 66 year: aid tar womn, *ge65 jtart.

Ganz posited that direct medical costs “combined with very limited to non-existent 
income for their adult children with autism combined with potentially lower levels of 
savings because of decreased income and benefits while employed, may create a large 
financial burden affecting not only those families but potentially society in 
general.’’(Ganz, supra note 27)

Without the help of private insurance coverage, families affected by autism may never be 
able to pull their heads above water and provide their children with the medically 
necessary, evidence- based treatments that they need. It is to the advantage of these 
families, to the 1 in 150 children affected by autism, and to all of society that private 
health insurance coverage is provided for these services.
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Conclusion

A legislative mandate for coverage of autism asks private insurance companies to make a 
limited, but significant, contribution to help pay for medically necessary, evidence- based 
treatments that have been established to be of the greatest impact in fighting this terrible 
disorder.

Unbelievably, it is not uncommon for insurance carriers to have line- item exclusions for 
treatment of individuals diagnosed with autism. Across the nation, children with autism 
are routinely denied insurance benefits for treatment of their disorder. We believe that 
private insurance companies must contribute their fair share and partner in the financial 
burdens with these families.

With every new child diagnosed with autism costing an estimated $3 million over his or 
her lifetime, the current practices are both unfair and not cost effective in the long run for 
states and their citizens. Autism Speaks is confident that many more state governments 
will recognize the significant long-term cost benefits found in these legislative measures, 
will do what is right for their constituents, and will pass legislation requiring private 
health insurance coverage of autism services.
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A p p l i e d  b e h a v i o r  a n a l y s i s  ( A B A ) - b a s e d  i n t e r v e n t i o n s  f o r  y o u n g
CHILDREN WITH AUTISM SPECTRUM DISORDERS

As research and services are evolving relative to understanding and meeting the needs of young children 
with autism, several practices have emerged as being key to success. First, rarely do methods other than 
those that are evidence-based work with these children (i.e., shown effective with this population of 
children and then replicated through additional rigorous research). Second, when one examines the body 
of strategies that have been scientifically validated, one sees that the vast majority of these interventions 
have one common characteristic -  each has been designed on, and to later adhere to, core principles of 
Applied Behavior Analysis, or ABA. A large number of ABA-based strategies have been developed, 
tested and employed, with some designed to have a generalized impact on the child's functioning, while 
other methods intended to address specific language, social or behavioral needs of these children. Lastly, 
evidenced-based methods have generally been shown to be far more effective the sooner and more 
intensively they are employed.

ABA is a scientifically-driven and validated approach to learning and/or change of behavior. The core 
ABA principles are based on Operant Learning Theory, which states that new behaviors will happen more 
frequently if they are regularly reinforced, while previously demonstrated behaviors or skills will diminish if 
they are not. Applied Behavior Analysis is often employed within a highly structured context and in a 
systematic manner, relying heavily on the regular observation of overt behaviors as a first step to 
individualization of intervention. Key to the child’s success is s/he developing the ability to discriminate 
(recognize) when and how to respond (behave). For a young child with ASD, this typically first means 
responding consistently and quickly to simple cues and directions provided by an adult. This requires 
teaching the child, on a 1:1 basis, to attend or jointly attend with the adult, to specific objects or actions. 
The interventionist chooses and delivers cues, directions or actions precisely, and consistently uses 
positive reinforcement to strengthen and shape the child’s correct responses. Doing so increases the 
child’s ability to participate in typical social, home, and school settings as a function of his/her regular 
demonstration of those skills or behaviors that are contextually applicable or appropriate there. Progress 
is monitored through data collected on each target skill or behavior, with performance graphed over time.

While a Behavior Analyst who uses ABA tends not to speculate on the non-overt, internalized changes 
taking place with children with autism, the fact is that successful intervention often results in increased 
fluency and duration of responding to both verbal and visual cues (i.e., natural characteristics of an 
object, item or setting such as the shape of a letter, color of a ball, or correspondence of a top button to a 
top button hole). Doing so increases the probability of independent performance by the child in the future 
(maintenance of acquired skills), and tends to promote his/her use of these acquired skills in new and 
different settings (generalization).

There are a large number of tested interventions based on the principles of Applied Behavioral Analysis. 
While many have been validated for use with children with challenging behaviors and/or autism, others 
have been developed for behavior change by different populations, such as for parenting, weight loss, 
cessation of smoking, and the such. An effective Behavior Analyst systematically selects from different 
ABA assessment, data analysis, and planning methods as tools in the delivery of services, so as to 
ensure that the match between the interventions, schedule of service activities, the delivery of services 
and the child’s home, school and community environments are optimal for learning. While many 
practitioners employ ABA methods, quality is controlled through a national process of certification, 
through the Behavior Analyst Certification Board, Inc, (BACB), an organization with roots within the 
Association for Behavior Analysis, International. The graduate level certification standards and 
credentialing from BACB is endorsed by the Association of Professional Behavior Analysts, the 
Association for Behavior Analysis International and Division 25 (Behavior Analysis) of the American 
Psychological Association.



Insurance
Coverage

for
Autism

in
Alaska

Lorri U num b, Esq. 
A u tism  Speaks

lorri.unumb@autismspeaks.org
lorri.unumb@autismspeaks.org 1

mailto:lorri.unumb@autismspeaks.org
mailto:lorri.unumb@autismspeaks.org


Ch
ild

ho
od

Di
sin

te
gr

at
iv

e 
D

is
or

de
r

Pervasive
Developmental

Disorders
(the umbrella category 

in the DSM-IV)

\ r  >

<D
Eo
■Oc
> *

CO
(/)
±j

/
©

A u t i s t i c  

D i s o r d e r

(classic autism) 
a/k/a “autism”

1/3 of all ASDs

There are 5 Pervasive 
Developmental Disorders 
(PDDs).

Within the 5 PDDs, 
there are 3 Autism Spectrum 
Disorders (ASDs), 
shown in purple below.

Asperger’s^  
Syndrome

Less  than  1/6 
of  all A S D s

P e r v a s i v e  

D e v e l o p m e n t a l  

D i s o r d e r  -  N o t  

O t h e r w i s e  S p e c i f i e d

(PDD-NOS) 

Approx. V2 of all ASDs
lorri.unur



Autism Spectrum Disorder

• Curable? No
• Treatable? Yes

• Impaired Communication
• Impaired Social Interaction
• Repetitive or Stereotyped Patterns of Behavior
• Narrow Range of Interests

• Four times more common in boys than girls
• Average age of diagnosis: 5-1/2

lo r r i .u n u m b @ a u t is m s p e a k s .o rg  3
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Applied Behavior Analysis 
(ABA Therapy)

• One-on-one therapy based 
on principles of repetition, 
reinforcement, and 
extinction.

• When an environment 
supports a set of 
behaviors, they increase. 
When an environment 
does not support 
behaviors, they tend to 
extinguish and fade away.
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A B A  T h e r a p y  Is N o t  E x p e r i m e n t a l

"Thirty years of research demonstrated the efficacy of applied behavioral methods 

in reducing inappropriate behavior and in increasing communication, learning, and 

appropriate social behavior"

R e p o r t  o f  t h e  S u r g e o n  G e n e r a l  o f  t h e  U n i t e d  S t a t e s ,  1 9 9 9

"ABA therapy is not experimental or investigational in nature."

M c H e n r y  v. P a c i f i c S o u r c e  H e a l t h  P l a n s  (D . O r e g o n ,  J a n .  5 ,  2 0 1 0 )

"The effectiveness of ABA-based intervention in ASDs has been well documented 

through 5 decades of research . . . .  Children who receive early intensive behavioral 

treatment have been shown to make substantial, sustained gains in IQ, language, 

academic performance, and adaptive behavior as well as some measures of social 

behavior, and their outcomes have been significantly better than those of children 

in control groups."

A m e r i c a n  A c a d e m y  o f  P e d i a t r i c s
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Applied Behavior Analysis: 
Sample Therapy Structure

• Consultant
-  Highly educated and trained
-  Board certified
-  Evaluates, designs, trains
-  3-6 hours per month

Mid-level supervisor (lead therapist)
-  Highly educated and trained
-  Updates programming; trains; oversees
-  6 hours per week

• Line therapists
-  Trained & supervised by above
-  Provide 40 hours per week of direct therapy, usually in 3-hour shifts

lorri.unumb@autismspeaks.org 6
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Applied Behavior Analysis: 
Cost of a Sample Therapy Program

Consultant
-  3-6 hours per month
-  $100-$150/hour
-  6 hours x $150 = $900/month
-  $900 x 12 months = $10,800

Mid-level supervisor (lead therapist)
-  6 hours per week
-  $30-$60/hour
-  6 hours x $60 = $360/week
-  $360/week x 52 weeks = $18,720

Line therapists
-  40 hours per week
-  $10 - $30/hour
-  40 hours x $20 = $800/week
-  $800/week x 52 weeks = $41,600

$10,800 + $18,720 + $41,600 = $71,120

$

lorri.unumb@autismspeaks.org
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Savings to the State: Special Education
Outcome of 1987 UCLA Study on Efficacy of ABA

A B A  G r o u p

47%

Achieved 

Normal IQ

53% Did 

Not

Achieve 

Normal IQ

O t h e r  I n t e r v e n t i o n  

( C o n t r o l )  G r o u p

2 %

Achieved 

Normal IQ

98% Did 

Not

Achieve 

Normal IQ
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Societal Costs of Autism
Harvard School of Public Health (Ganz, 2006)
$3.2 million per person over lifetime
-  Includes direct and indirect costs, such as lost productivity

Pennsylvania (Green, Jacobson & Mulick, 1998'
Over $1 million per person

lorri.unumb@autismspeaks.org 9
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Autism Prevalence 
On The Rise*
There has been a 600% increase in prevalence

1 in 110

over the last two decades.

www.AutismSpeaks.org

1975 1985 1 9 9 5 1
STUDY PUBLICATION DATES

2001' 2004' 2007 ' 2 0 0 9 1
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•Recent research has indicated that changes in diagnostic practices may account for at least 25% of the increase in prevalence 
over time, however much of the increase is still unaccounted for and may be influenced IftfĤ UftWfWbtŜ autisrnspeaks Ofg 10
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States with Autism Insurance Reform

2 0 0 1  -  I n d i a n a  

2 0 0 1  -  M i n n e s o t a *

2 0 0 7  -  S o u t h  C a r o l i n a

2 0 0 7  -  T e x a s

2 0 0 8  -  A r i z o n a  

2 0 0 8  -  F l o r i d a  

2 0 0 8  -  L o u i s i a n a  

2 0 0 8  -  P e n n s y l v a n i a  

2 0 0 8  - -  I l l i n o i s

2 0 0 9  -  C o l o r a d o  

2 0 0 9  -  N e v a d a  

2 0 0 9  -  C o n n e c t i c u t 11911 

2 0 0 9  -  W i s c o n s i n  

2 0 0 9  -  M o n t a n a  

2 0 0 9  -  N e w  J e r s e y  

2 0 0 9  -  N e w  M e x i c o

2 0 1 0 - M a i n e  2 0 1 1 -  

2 0 1 0 -  K e n t u c k y  

2 0 1 0  - -  K a n s a s  

2 0 1 0  -  I o w a  

2 0 1 0  - -  V e r m o n t  

2 0 1 0  -  M i s s o u r i  

2 0 1 0  -  N e w  H a m p s h i r e  

2 0 1 0  - -  M a s s a c h u s e t t s
lorri.unumb@autismspeaks.org
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+ States with Bills Pending
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Comparison of Autism Benefits
State Annual Cap Age Cap

Indiana None None

Minnesota** None None

South Carolina $50,000 - ABA 16

Texas None 11

Pennsylvania $36,000 21

Montana $50,000/$20,000 at 10 18

Arizona $50,000/$25,000 at 9 17

Missouri $40,000 18

New Hampshire $36,000/$27,000 at 13 21

Kansas* $36,000/$27.000 at 7 19

Massachusetts None None

Vermont None 6, or 1st grade***

Iowa* $36,00Qorrjunumb@autismspeaksorg 21



Behavioral Therapy 
Benefits for Autism

Major Group

t*. •'■WiVaI-'ti! Newjte efiSr

^ A P S  1 lEALTHCARE
Hcehhx L'zahcr

State «t South Carolina 
State Health Plau A utism  Spectrum  Disorder Benefit

Effective with i!ie 2009  Plan Year. the Slsle Health Plan began covering Applied Behavior Analysis (ABA) for 

cixil<U«n d.agnosed with an Autism Spsciruo: D.soidej. The Employee insurance Program (EiP.i asked APS 
Healthcare lo develop guidelines lor adiuinislemig the new benefit Ju s like other services covered by APS for 
Udiavior.il lieallli diuguoses. die ue» Autism Spectnuu DisorJei (ASD) benefit services must be pre-sullicneed as 
medically KCCaffiO by APS, and providers must Ik  coutiaclod w ill) APS as iiMictooik piovidcit. Only ABA 
providers Silly certified by the Dchavior .Analyst Certification Bnaid will be pan of the network and Ik  able to file 
claims tor ABA services. Ail rcimojisemenLs lor ABA services will be mads by APS directly to .ADA. providers.

Hoard Certified Heliav wr Analysis iBCD.Vs) cuKraned vvuh .APS must provide direct supcrviHox. to liieix stall' 
including Board Ccrlifioi Aerociate Behavior Analysis and/or any non-ccnified ABA therapies Diiecl supervision 
induces the observaUon and oversight ol the delivery of "hands on' AB.A therapy by behavioral therapy staff

The new benefit becar.ic effective on January 1 ,2 0 0 9 . Following is a summary of requirements for coverage under 
Ifir: rtew beneli

Eligibility Requircmcatv.
I) Y'cmhcr must be covered by tie  crate Health Plan and under sect ecu (10) years of age with no pre-eMSUng 
umdiUoti exclusions.
2 | Vcmbci must he diagnosed by age civ.lrt (8 f wills Autistic Disorder. AspeSKa sDisorder or Pervasive 

Developmental Disorder Not Otherwise Specified by a Physician or Certified Registered Nur'c 
Practitioner

31 D kgnsas by age 8 most be confirmed by the following diagnosis-specific icstAscrccmng rools:

a. Aulisnc Disorder using one of die toltavrag:
1 Chi-cllis for AutrSni in Toddler; (C‘l IA I); or
2 Modifiod Checklist tor Aubsiu in Toddlers (M-CHAT); or
3 Screening Tool foe Autism in Two-Year Olds I STAT), oi

A Social Commuiuciibori t.iiiestionnaire (SCQ) (recommended tor children lour-ycais ol age or
older i

fc. Asperger's Syndrome ltdtig one d'lhe following (recommended for school-age children):
1 Autism Spectnun Screening Questionnaire (ASSQ); or
2 Clnldhocd Aspergei Syndrome Test (CAST), oi
3 Krug Asiaagei s Disorder Index (KADI)

c. Pervasive Development Disorder. NOS using the following:
1 One of lire prevu’iislv mentioned loots te rule oot AuIimi and Asperger's, and 
2. DSM-1V Diagnostic Cnlcnu-'Pervasrvc DeveLopmmnJ Disorder Not 

Otherwise Specified (PDTVNOSj

4) Member must lie evaluated by an appropriate diagnostician lo rule out the fallowing as a sole 
exptanauon or symptoms of .Autism Spoctrjm Disorder:

a Neurological Diwrder (must he by an MDj
b. L eal P aborting imicx be bv an MD). 
c Primary Speech Disorder and
d. Pninnrv Hearing Disarde:

5) Member must be cvaluaiBd by a licensed Psychologist within the last 0 months for current vulidaUon ol 
the ASD Diagnosis, nsmg

a. Autism Dragaesac Observation Schedule I ADOS): or 
h Autism Diagnostic Interview ( ADI R), or
e. Childhood Autism Rating Scale (CARS): or
d  A DSM-TV Diagnostic Criteria which validates one of lbs three ASD diagnoses.
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E x c e r p t  f r o m  2 0 0 9  R e p o r t  o f  
C o u n c i l  o f  A f f o r d a b l e  H e a l t h  I n s u r a n c e  

" H e a l t h  I n s u r a n c e  M a n d a t e s
in  t h e  S t a t e s ”

BENEFITS: Est. C ost #

Alcoholism 1-3% 45

Autism <1% 23

Contraceptives 1-3% 29

In Vitro Fert. 3-5% 15

Prescriptions 5-10% 3
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Actual Claims Data
BCBS of Minnesota (2007)

• Dates
— In effect 2001

• Population
— State has population o f 5.3M

— BCBS has 2100 members w ith  
ASD

• Terms
— No dollar cap

— No age cap

• Cost
— Total claims = $12M

— 315 o f the 2100 members 
accounted fo r $9.7M o f the 
$12M cost

• Premium impact PMPM 
(per member per month)
— $0.83 commercial mrkt
— $0.79 public programs

• Average annual cost for 
behavioral health treatment 
= $30,000

lorri.unumb@autismspeaks.org 16
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South Carolina State  Em ployee Plan

A P S  H ealthcare
H e a l th y  T o g e th er

Dates
-  Statute passed in 2007
-  Applicable to state 

health plan as of 1-1-09

Population
— State has 4.5 M
— State health plan has 

350-390,000 members

Terms
-  $50,000 cap on ABA
— To age 16

Projected Cost
Original: $18.9 million
Revised: $9 million

Actual cost
2009: $856,371

PMPM - 20 cents 
2010: $2,042,392

PMPM - 44 cents 
PEPM -  75 cents

lorri.unumb@autismspeaks.org
(228,048 employees/subscribers; 

79 kids accessing coverage)
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mailto:lorri.unumb@autismspeaks.org


Alaska Fiscal Impact Worksheet
Number of employees in state plan ___________
X 

Per employee per month (PEPM) cost 75 cents
(using 2010 South Carolina actual claims data; SC has age 16 & $50,000 cap on ABA)

X

Number of months in year 12 months

Total annual cost ______________
(To determine total cost to state's general fund, discount the above total by percent of health insurance 
premium that a state employee pays, if any.)
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Outcome of 1987 UCLA Study

E d u c a t i o n a l  P l a c e m e n t s  f o r  G r o u p  T h a t  R e c e i v e d  A B A

■ 47% = Mainstreamed with 

No Support

■ 42% = Low-lntensity 

Special Education 

Placement (for language 

delay)

■ 11% = High-lntensity 

Special Education 

Placement (for autism or 

intellectual disability)

lorri.unumb@autismspeaks.org 19
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Savings to the State: Special Education
"A study published in o national journal found that Pennsylvania could save an 

average of $187,000 to $203,000 on each child who received three years of 
EIBI relative to one who received special education services until age 22.
The Pennsylvania study also suggested that cost savings would likely 
continue to accrue after children exit the school system. The study found 
that the state could save from $656,000 to $1.1 million per child if 
expenditures up to age 55 are included.

Another study published in a national journal found that Texas could save an 
average of $208,500 in education costs for each student who received 
three years of EIBI relative to a student who received 18 years of special 
education from ages four to 22. Applied to the estimated 10,000 children 
with ASDs in Texas, it was estimated that the state could save almost $2.1 
billion by implementing intensive treatment programs."

S o u r c e :  2 0 0 9  R e p o r t  o f  t h e  J o in t  L e g is la t iv e  A u d i t  a n d  R e v ie w  C o m m is s io n  t o  t h e  G o v e r n o r  a n d  G e n e r a l  A s s e m b ly  o f  V i r g in ia  
(J L A R C  R e p o r t )

lorri.unumb@autismspeaks.org 20

mailto:lorri.unumb@autismspeaks.org


"Educational in Nature"?
False choice
What does "educational in 
nature" mean?
Schools provide?
Schools would provide if 
adequate resources?
— No obligation under IDEA or 

state law to  trea t medical 
condition

• Schools are required to  
accommodate the 
disabling condition, not 
remedy it.

Is speech therapy 
"educational in nature"? 
AAP report.
Provided by school 
personnel?
Academic goals
ASD is diagnosed by a 
doctor, not a principal
Argument du jour
— Rejected in 23 states

-  Rejected in federal court

io rr i.u n u m b @ a u tis m s p e a k s .o rg
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"Educational in Nature"?
I I  I I M l l U l u l l

1 X J

McHenry v. PacificSource Health 
Plans (D. Oregon, Jan. 5, 2010)
"W hile ABA therapy may have 
beneficial effects on an autistic 
child's social and academic skills, 
its defining characteristic is 
application o f techniques to 
m odify behavior in every area of 
an autistic child's life. In this 
regard, a sports analogy is 
instructive. W hile participation in 
sports can benefit a student's 
academic and social skills, no one 
would classify sports as academic 
or social skills training.

• Similarly, the incidental benefits 
in these areas resulting from  ABA 
therapy, while real, do not dictate 
tha t it be classified as either 
academic or social skills training.

• . . .  W hile aimed at improving 
social and academic functioning, 
it does this by specifically 
addressing behavioral deficits 
possessed by autistic children 
tha t interfere w ith  every area o f 
the ir life, not by educating kids on 
social norms or teaching study 
skills or o ther tools specific to

academic success.''
22lorri.unumb@autismspeaks.org
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Impact of Federal 
Health Care Reform

2009 Amendments by Rep. Doyle (Pa.) & Sen. Menendez (NJ)
Changed "Mental health and substance use disorder 
services", one often required benefits, to "Mental health and 
substance use disorder services, in clu d in g  b e h a v io r a l  h e a lth  
trea tm en ts? '.

Applies to plans issued through Exchanges as well as small 
group and individual plans.
N/A to existing coverage, large groups, self-funded
Starts in 2014.
http://www.autismvotes.org/site/apps/nlnet/content2.aspx?

c=frKNI3PCImE&b=3930723&ct=7522291
lorri.unumb@autismspeaks.org 23
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The Essential Benefits Package
Ambulatory patient services 
Emergency services 
Hospitalization 
Maternity and newborn care
Mental health and substance use disorder services, including 
behavioral health treatment
Prescription drugs
Rehabilitative and habilitative services and devices 
Laboratory services
Preventive and wellness services and chronic disease 
management
Pediatric services, including oral and vision care

lorri.unum b@ autism speaks.org 24
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Impact of 2008 Federal 
Mental Health Parity Law

2008 Wellstone-Domenici Act prohibits treatment 
limitations and financial requirements on "mental 
health benefits" if not on physical health benefits.

Wellstone MHP law applies only to large group fully-funded 
and self-funded policies.

Illinois, Iowa, Maine, Montana, New Hampshire, New Jersey 
explicitly and Connecticut, Florida, Kansas, Kentucky, Missouri 
implicitly include autism within their state definition of mental 
illness.
All of these states except Florida have passed capped autism 
mandates since the passage of the Wellstone federal MHP 
law.
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S o u r c e s  o f  H e a l t h  C a r e  C o v e r a g e

■ Medicaid - 20%

■ Medicare -10%

■ Uninsured -11%

■ State Health Plan - 

1 0 %

■ ERISA-ASO-25%

■ Federal Tricare - 2%

■ Federal Civilian - 2%

■ Other Insured - Large 

Group -15%
Other Insured - Small 

Group - 4%
■ Other Insured - 

Individual -1%



M a r y l a n d Self-Funded ERISA Plans

"Overall, self-funded plans voluntarily cover  
86%  of the cost of m andated services."

2 0 0 8  Report of Maryland Health Care 
Commission

f p i  n

The MARYLAND

HEALTH CARE COMMISSION



Self-Funded ERISA Plans That Cover 
Autism Treatments

• Microsoft
• Home Depot
• Intel
• Arnold & Porter
• Halliburton
• Eli Lilly
• Deloitte
• Ohio State University
• Time Warner
• Blackbaud
• Lahey Clinic
• Partners Healthcare
• Wells Fargo

Lexington Medical Center
University of Minnesota
Progressive Group
Greenville Hospital System
Symantec
DTE Energy
Cerner
State Street Financial 
Children's Mercy 
EMC 
Yahoo
Sisters of Mercy 
Princeton University 
And many more . . .

lorri.unumb@autismspeaks.org
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Provider Credentials
www.BACB.com

The Behavior Analyst C e rtif ica tio n  Board, Inc *  (BACB*) is  a n o n p ro fit co rp o ra tio n  

es tab lished  as a resu lt o f c re d en tia l]n g  needs id e n tifie d  by behav io r analysts, 

sta te  gove rn  nvents, and  consum ers o f b ehav io r analysis services.

The |lACB's m iss ion  is  to  develop,, p ro m o te  and im p le m e n t a v o lu n ta ry  

in te rn a tio n a l c e rtif ic a tio n  p rog ram  fo r  b e hav io r ana lys t p ra c titio n e rs . 

The BACB c re den tia ls  Board C e rtifie d  B ehavio r A na lys t* BCBA*) 

and Board C e rtified  Assistant Behavior A n a lys t*  {6CaBA*}„

http://www.BACB.com


Insurance States that License 
Behavior Analysts

^  - L i  c e n s e

+  -  " B e h a v io r  s p e c i a l i s t  

-  L ic e n s e / n o  in s u r a n c e

5 -2 9 -1 0
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Neurology
January 2007 Issue

Table 3  Summary of evidence: Incidence and prevalence o f 12 neurologic disorders

Median estimates

Annual incidence Prevalence
Range --------------------------------  ------------------------------

Class of of ages R ate/ Rate/ Rate ratio, Ageis), y, of
Disorder evidence included (y) 100,000 No.* 1,000 No,® M/Ff peak incidence

Autism spectrum disorders «, II 2 -1 5 — — 5.8 500,000? 4.2 —

Cerebral palsy I, II 3 -1 3 — — 2,4. 207,000? 1.3 —

Tourette syndrome II 7 -1 7 — — 3.5§S 301,000 4.8 —

Migraine I, II 12 -66 — — 121 35,461,000 0.4 —

Epilepsy i, n All 48 142,000 7.1 2,098,000 1 <1, 5=80

Multiple sclerosis i All 4,2 12,000 0.9 ‘266,000 0.5 30

Traumatic brain injury i All 101 298,000 — — 2.1 20. i=80

Spinal cord injury i, ii All 4.5 13,000 — — 4.2 20
ALS i, ii All 1.6 5,000 0.04 12,000 1.3 > 60

Stroke i , n All 183 641,000 10 2,956,000 1.1 > 80

^ 65 1,093 401,000 — — —

Alzheimer disease i,ii sr65 1,275 468,000 67 2,459,000 0.5 s 8 0

Parkinson disease i ,n _-65 160 59,000 9.5 349,000 1.8 > 70

*  Estimated number of cases in United States in 2005, rounded to  neatest 1,000.
T Ratio of rates among males to rates among females.
$ Estimated number of cases among children younger than 21 years of age only.
§ Data inadequate for firm estimate.
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Why Our Job Is Not Done

May 21, 2 0 1 0  at 5 :08p m  

Subject: thanks

I just wanted to say thank you for accomplishing 
what many people would not have attempted. I live 
in Charleston, SC. My husbands insurance is self 
funded so we are having to give up custody of our 
autistic 2 year old to my parents because their 
insurance is better. ABA is really helping and there is 
nothing I wouldn't do for him. You are inspirational 
to me and a hero. God bless you.
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"[N]o  
disability 

claims m ore  
parental 
tim e and  

energy than
f fautism.

New York Times, 

12/20/04
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The Lifetime Distribution of the Incremental 
Societal Costs of Autism
Michael L. Ganz, MS, PhD

O b je c tiv e : To describe the age-specific and lifetime in­
cremental societal costs of autism in the United States.

D esig n : Estimates of use and costs of direct medical and 
nonmedical care were obtained from a literature review 
and database analysis. A human capital approach was used 
to estim ate lost productiv ity . These costs were p ro ­
jected across the life span, and discounted incremental 
age-specific costs were computed.

S e tt in g : United States.

P a rtic ip a n ts : Hypothetical incident autism cohort born 
in  2000 and diagnosed in 2003.

M a in  O u tco m e  M e a s u re s : Discounted per capita in­
cremental societal costs.

R esu lts : The lifetime per capita increm ental societal 
cost of autism  is $3.2 m illion. Lost productivity and

adult care are the largest com ponents of costs. The 
d istribution of costs over the life span varies by cost 
category.

C onclusions: Although autism is typically thought of 
as a d isorder o f childhood, its costs can be felt well 
into adulthood. The substantial costs resulting from 
adult care and lost p roductiv ity  of both individuals 
with autism and their parents have im portant implica­
tions for those aging members of the baby boom gen­
eration approaching retirement, including large finan­
cial burdens affecting not only those families but also 
potentially society in general. These results may imply 
that physicians and o ther care professionals should 
consider recom mending that parents of children with 
autism  seek financial counseling to help plan for the 
transition into adulthood.

Arch Pediatr Adolesc Med. 2007;161:343-349

Author Affiliations: Abi
Associates Inc, Lexington, and 
Harvard School of Public 
Health, Boston, Mass.

A utism is a very expensive 
disorder costing our soci­
ety upwards of $35 billion 
in direct (both medical and 
nonmedical) and indirect 

costs to care for all individuals diagnosed 
each year over their lifetimes.’ Given the fi­
nancial and nonfinancial costs we face and 
given increasingly more options for treat­
ment and possibly for prevention, informa­
tion on the distribution of costs is needed 
to help us decide on how to best allocate 
scarce resources to support individuals with 
autism  and their families. Because the 
complementary (or competing) treatment 
and prevention strategies currently avail­
able, or yet to be developed, vary in effec­
tiveness or implementation costs, under­
standing how total costs due to autism are 
distributed across the life cycle is impor­
tant to make better decisions.

Relatively little is known about the so­
cietal costs of autism, in total and at differ­
ent points across the life cycle. In earlier 
work, the per capita and total societal costs 
for ind iv iduals w ith autism  w ere d e ­
scribed.' Although the per capita and soci­
etal costs were described overall and across 
17 components of direct medical, direct 
n o n m ed ica l, and in d irec t costs, age- 
specific costs were not. Because certain cat­

egories are more relevant and more costly 
and because these costs are bome by dif­
ferent parties at different ages, presenting 
the age distribution of the costs of autism 
can provide policy makers information that 
is helpful for cost-utility analyses and for 
current and future resource planning ac­
tivities. The focus of this study is to pre­
sent estimates of the costs of autism along 
with some detail on how the estimates were 
constructed. Although no clinical data are 
presented, these data should be useful to 
health care professionals, families, and agen­
cies in planning for future care, especially 
with respect to nonmedical costs.

METHODS

A detailed description of the sources of data and 
computational methods used to compile the 
costs of autism has been presented else­
where.1 Briefly, cross-sectional cost data from 
different age groups were used to create preva­
lence-based cost estimates that approximate in­
cidence-based estimates (ie, those con­
structed by longitudinally tracking an incident 
cohort over time). A prevalence-based co­
hort, also known as a synthetic, or hypotheti­
cal, cohort,2 allows us to approximate the life­
time experiences of a single incident cohort by 
using the prevalence-based cost patterns as if

(R E P R IN T E D )  A R C H  P E D IA T R  A D O L E S C  M E D /V O L  1 6 1 , A P R  2 0 0 7  W W W .A R C H P E D IA T R IC S .C O M
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ihey were observed longitudinally from an incident cohort. Al­
though an incidence-based cost-of-illness approach is more ap­
propriate because it captures the full experience of autism, in­
cluding any comorbid conditions, formidable data requirements 
preclude it.’

The total costs of autism equal the sum of its direct and indi­
rect costs. Direct costs measure the value of goods and services 
used and indirect costs measure the value of lost productivity due 
to autism. These direct and indirect costs represent the value of 
other activities that these resources could have purchased (ie, op­
portunity costs).4 5 Physician and other professional services, hos­
pital and emergency department services, drugs, equipment and 
other supplies, and medically related travel and time costs are typi­
cal components of direct medical costs. Direct medical costs were 
obtained either from the literature or from an analysis of the Medi­
cal Expenditure Panel Survey (MEPS)' and the National Health 
Interview Survey (NHIS).7 Special education, transportation, child 
care and babysitiing, respite care, out-of-home placement, home 
and vehicle modifications, and supported employment services 
are typical components of direct nonmedical costs. Nonmedical 
costs were obtained from the literature. Multiple cost estimates 
within categories were averaged to obtain a single cost estimate 
for each category. Indirect costs are the value of lost or impaired 
work time (income), benefits, and household services of indi­
viduals with autism and their caregivers because of missed time 
at work, reduced work hours, switching to a lower-paying but 
more flexible job, or leaving the workforce. Indirect costs were 
computed using a human capital approach’ 8 that combines av­
erage earnings, benefits, and household services with informa­
tion on average work-life expectancies and labor force participa­
tion rates for men and women at different ages.

In the analyses that follow, the incremental costs of autism 
are presented, which are defined as those additional costs that 
are due exclusively to autism. For example, costs due to use of 
medical services for periodic well-child preventive care or care 
related to the common cold are not considered herein because 
those costs are common to children with and without autism; 
however, costs specifically due to autism are considered herein. 
When incremental costs were not available or otherwise spe­
cifically presented in the source materials, they were com­
puted by subtracting national average costs calculated from the 
MEPS from the costs reported in the source documents, For 
example, if a source document presented an average cost of $X 
for all children with autism and the national average for all chil­
dren for that same category was $Y, then the incremental cost 
was computed as S(Y-X). Because of the broad impact of au­
tism on families, insurers, taxpayers, and society and because 
of the considerable public autism funding, a societal perspec­
tive was used, as recommended by the Panel on Cost- 
effectiveness in Health and Medicine.8

The Harvard School of Public Health Human Subjects Com­
mittee had previously exempted this study from institutional 
approval.

DIRECT COSTS

Literature Review

An in-depth targeted literature review concentrating on US- 
based studies was conducted to obtain data on use and costs. Brit­
ish and Canadian studies were also used when data were other­
wise unavailable. Data on physician, outpatient, clinic services, 
dental care,8 prescription medications,9'" complementary and al­
ternative therapies,"18 behavioral therapies,19”  hospital and emer­
gency services,9”  allied health, equipment and supplies, home 
health,9 and medically related travel9 were classified as direct medi­
cal. Data on child care,919 adult care,19,20 respite and family care,919,20

home and care modifications,9'24 special education,l'UlU,'i7 sup­
ported employment,20'21” 4 and other costs9-24 were classified as di­
rect nonmedical. Although some dimensions of care may be mis- 
classified between direct medical and direct nonmedical (for 
example, many special education programs provide behavioral 
therapies), because the degree of misclassification is not known, 
no corrections were made. Costs, as reported in the source ma­
terials, were inflated to 2003 US dollars using the all-item con­
sumer price index.’5 State-specific costs were transformed to na­
tional averages* and foreign costs were converted to US costs using 
the latest available Federal Reserve exchange rates.’7 Use mea­
sures were translated to costs by multiplying the use measures 
by age group-specific survey-adjusted average costs from the 
MEPS.” More in-depth information on how the cost estimates were 
constructed from these sources is available elsewhere1 and in a 
technical appendix available on request.

Survey Analysis

Data from the NHIS7 and the MEPS6 were also used to supplement 
data on costs of autism and to also compute average costs for use 
in deriving the incremental costs of autism. Because confidenti­
ality concerns constrain the MEPS to only report the first 3 digits 
of diagnosis codes, individuals with an International Classification 
of Diseases, Ninth Revision (ICD-9) diagnosis code of 299, which 
includes autism diagnoses (299.0x) as well as disintegrative psy­
choses (299. lx) and early childhood psychoses (299.8x/299.9x), 
were used as proxies for individuals with autism. Specific autism 
questions were available in the NHIS during 1997-2000. Informa­
tion from those questions was combined with an JCD-9 diagnosis 
code of 299 in the NHIS and was linked to the MEPS to increase 
the number of usable cases. Survey-adjusted means for expendi­
tures were then computed as described earlier. Further informa­
tion is available elsewhere1 and from the technical appendix.

INDIRECT COSTS

Productivity losses for people with autism were estimated by com­
bining standard average work-life expectancies for all men and 
women taken from the economics literature (ages 23-57 years for 
men and 23-53 years for women),’4 with average income and ben­
efits (from Tables 696 and 628 ofthe Statistical Abstract of the United 
States*) and estimates of age- and sex-specific labor force par­
ticipation rates.’8 Average incomes are projected for future years 
based on estimated productivity growth rates’5 to estimate aver­
age total earnings and benefits at each age. These estimates are 
adjusted for the fact that while some adults with autism are un­
able to work, others are (35% of adults with lower levels of dis­
ability' and 10% of adults with higher levels of disability work in 
supported work environments). Finally, the lost value of sex- 
specific household services is added.” 9 These estimates do not 
account for the effects of taxes or lost leisure time. Similar meth­
ods were used to estimate productivity for parents. Fathers of chil­
dren with lower levels of disability were assumed to be unem­
ployed 10% of the time (and working full-time during the 
remaining 90%) and mothers were assumed to be unemployed 
55% of time (and were working half-time 25% of the time and 
full-time, 20%).4041 Fathers of children with higher levels of dis­
ability were assumed to be unemployed 20% of the time and moth­
ers were assumed to be unemployed 60% of time (and were work­
ing half-time 30% of the time and full-time, 10%). These 
assumptions were combined with the same average earnings, ben­
efits, productivity growth, labor force participation rates as used 
for individuals with autism, and the appropriate work-life ex­
pectances. These estimates assumed households in which both a 
mother and a father care for 1 child with autism. These esti­
mates will differ based on different family configurations.
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Table 1. Age-Specific and Lifetime per Capita Incremental Societal Costs of Autism*

Age
Group, y

AveragePer Capita Cost 
per Ago Group

I--------------------------
Direct Medical Direct Nonmedical Indirect

Total Per 
Capita Cost

3-7 35370 10805 43066 446203
8-12 6013 15708 41138 314297
13-17 5014 13550 38453 285082
18-22 2879 10720 36090 248446
23-27 ■ .1574 . 27 539 51740 404260
28-32 ■ 1454 23 755 35757 304828
33-37
38-42

1389
1283

20492
17676

30852
29132

263662
240457

43-47
48-52
53-57
58-62
63-66

1440 
1447 - 
1290 
1218 
1027

15248

11
978761

... ■ - ■ ; .

26600
24531
17776

6
0

216439 
195650 
151790 
53535 
35 738

Total lifetime costs 305 956 1876667 3160384
■

•Costs presented in 2003 dollars. Costs tor age 4 years and older are discounted to 2003 dollars using a discount rate ot 3%. Life expectancy for men is age 66 
years and for women, age 65 years.

Figure 1. Age distribution of incremental societal costs ot autism (present 
value).

CALCULATING COSTS

To the extent possible, cost estimates were derived for higher- 
and lower-functioning individuals as they were presented in the 
literature. Semidependent, independent, or those individuals de­
scribed as having high-functioning autism were classified in the 
higher-functioning category. Dependent individuals or those not 
described as having high-functioning autism were classified in 
the lower-functioningcategory. Based on data presented in Fom- 
bonne,'12 the prevalence of higher-functioning autism is assumed 
to be 54%. The male-female ratio is assumed to be 4:1. Weighted 
average per capita costs were computed based on the assumed 
distribution of lower- and higher-functioning status and the male- 
female ratio. Age 3 years was considered to be the baseline age 
(age at diagnosis) and 2003 was the baseline year. Because there 
is some evidence that people with autism have reduced life 
expectancies,4 5 costs were tabulated through age 66 years for 
males and through age 65 years for females. Costs were discounted 
lo present value (to age 3 years) using a discount rale of 3% as 
recommended by the Panel on Cost-effectiveness in Health and 
Medicine.8 Costs in future years were discounted, or deflated, 
to reflect the lime value of money: a dollar loday is worth more

than a dollar in the future. In doing so, all costs were adjusted 
for the different periods in which they were incurred. In other 
words, dollars at different ages become comparable. Because 
health care resource investments, such as in the case of autism 
research and treatment budgets, incur costs in the present and 
potentially realize the benefits in the future, it is common lo 
discount future flows of costs (and benefits) to present value. 
Although 3% is the currently used standard for a discount 
rate, this rate is varied in the sensitivity analyses described in 
the next subsection.

SENSITIVITY ANALYSES

In previous work, the robustness of the overall cost estimates 
was assessed using 1-way sensitivity analyses and conclusions 
were mostly robust to changes in many key parameters.' How­
ever, the total costs were found to be most sensitive to changes 
in the discount rate and to changes in the assumed level of in­
direct costs. Because variations in indirect costs will not sub­
stantially change the pattern of costs over the life cycle, herein 
focus is placed on the discount rate.8 The discount rate is var­
ied between 2% and 5% as suggested by Gold ei al,8

DEFINITION OF AUTISM

Many of the sources of data simply used the term autism and 
did not differentiate between the different autism spectrum dis­
orders. Reflecting the literature, the term autism herein is used 
in an inclusive manner to mean all disorders in the spectrum. 
Given the nature of many of the nonmedical and indirect costs, it 
is likely that those costs are more representative of more dis­
abled individuals. Older sources8 may have only included lower- 
functioning children and individuals in their definitions of 
autism. However, varying the proportions oflower- and higher- 
functioning individuals does not substantially change conclu­
sions about overall lifetime costs.'

RESULTS

In the Tables that follow, the average per capita costs by 
category are presented in 5-year intervals (the full Tables
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Table 2. Age-Specific and Lifetime per Capita Incremental Societal Direct Costs of Autism*

... j Averagej er Capita Cost per Age Group

'physician CAM Behavioral Emergency Home
■ I

Age Group,y and Dental Drugs Therapies Therapies and Hospital Health Travel
3-7 1147 147 198 32501 828 467 81
8-12 577 153 109 4033 768 303 70
13-17 435 .131 50 3479 591 267 60
18-22 426 129 ■ 33 ■ 1254 • ' 852 132 52
23-27 496 124 28 0 774 108 . 45
28-32 507 114 25 o 682 87 : 39
33-37 547 V 95 21 0 598 . . 93 33
38-42 540 84 ' 18 0 522 . 90 29
43-47 765 72 16 0 426 137 25
48-52 845 61 14 ■ 0 . 352 154 21
53-57 851 52 12 0 292 65 18
58-62 810 44 10 0 323 14 16
63-66 632 34 9 0 301 39 14
Total lifetime costs 42259 6180 2704 206337 36235 9738 2503

Abbreviation: CAM, complementary and alternative medicine.
•Costs presented in 2003 dollars. Costs for age 4 years and older are discounted to 2003 dollars using a discount rate of 3%. Life expectancy for men is age 66 

years and for women, age 65 years.

Table 3. Age-Specific and Lifetime per Capita Incremental Societal Direct Nonmedical Costs of Autism*
' M ;. ’.T-v

; ■
Age

f Average per Capita Cost per Age Group

Child Adult Respite Home special Supported '
Group, y Care Care Care Improvements Education Work Other

3-7 4636 0 1100 161 4585 0 323
8-12 3999 0 948 139 10343 0 278
13-17 3450 0 618 120 8922 0 240
18-22 2907 0 706 10 6247 0 851
23-27 0 25064 0 9 0 836 1630
28-32 0 21620 0 6 0 721 1406
33-37 0 18650 0 7 0 622 1213
38-42 0 16087 0 6 0 537 1046
43-47 0 13877 0 5 0 463 903
48-52 0 11970 0 4 0 399 778
53-57 0 .10326 0 4 0 291 672
58-62 0 8907 0 3 0 0 579
63-66 0 7423 0 3 0 , 0 . ■ 483
Total lifetime costs 74 963 662192 17858 2388 150483 19349 51528
■ T, f . ■.•'VCV ", /< . 1 ;

•Costs presented in 2003 dollars. Costs for age 4 years and older are discounted to 2003 dollars using a discount rate of 3%. Life expectancy for men is age 66 
years and for women, age 65 years.

are available as eTables 1-4 at h ttp ://archped iatrics 
.com). T ab lu  1 and F ig u re  1 display the incremental 
societal direct medical, direct nonmedical, and indirect 
costs Direct medical costs are quite high for the first 5 
years of life (average of around $35 000), start to de­
cline substantially by age 8 years (around $6000), and 
continue to decline through the end of life to around 
$ 1000. Direct nonmedical costs vary around $ 10 000 to 
approximately $16 000 during the first 20 years of life, 
peak in the 23- to 27-year age range (around $27 500), 
and then steadily decline to the end of life to around $8000 
in the last age group. Indirect costs also display a simi­
lar pattern, decreasing from around $43 000 in early life, 
peaking at ages 23 to 27 years (around $52 000), and de­
clining through the end of life to $0.

T ab le  2  displays the individual components of the in­
cremental societal directmedical costs. Considered over the 
entire life span, direct medical costs make up 9.7% of total 
discounted lifetime costs. Behavioral therapies, which are 
the largest component of direct medical costs, make up 6.5% 
of total discounted lifetime costs.' However, behavioral thera­
pies, as presented herein, are only relevant for children 19 
years or younger. The large direct medical costs early in life 
are driven primarily by behavioral therapies that cost around 
$32 000 during the first 5-year age group and decline from 
about $4000 in the 8- to 12-year age group to around $ 1250 
forthe 18- to 22-year age group. Physician and dentalcosts 
are initially high, then decrease, but increase again in later 
life, Prescription drugs, complementary and alternative thera­
pies, and hospital and emergency services are also relatively
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Table 4. Age-Specific and Lifetime per Capita Incremental

Average per Capita Cost 
■ per Age Group 1

Age Group, y ^.;W 7  JOwn Indirect Not Own Indirect
3-7 -  o 43 066
8-12 0 41138
13-17 0 38453
18-22 0 36090
23-27 32 703 19 036
28-32 32620 3136
33-37 30852 0
38-42 29132 0
43-47 26600 0
48-52 24 531 0
53-57 17 776 0
58-62 0 0
63-86 0 0
Total lifetime costs 971 072 904595• ' ' ' . ' •
•Costs presented in 2003 dollars Costs tor age <1 years and older are 

discounted to 2003 dollars using a discount rate ot 3%. Life expectancy lor 
men is age 66 years and (or women, age 65 years.

high initially but steadily decline. Some costs decline less 
smoothly than others be cause of different availability ofcost- 
by-age estimates in the literature.

T ab le  3  displays the individual components of the in­
cremental societal direct nonmedical costs. Nonmedical 
costs, except during ages 3 to 7 years, are more expensive 
than direct medical costs and make up 31% of total dis­
counted lifetime costs.1 Different costs become relevant at 
different ages, which contributes to the dips and spikes in 
the direct nonmedical line in Figure 1. Child care and re­
spite costs, which average about $5700 in early ages to 
around $3600 at ages 18 to 22 years, contribute far less (3% 
of total discounted lifetime costs) than adult care costs (21% 
of total discounted lifetime costs), which range from around 
$25 000 at ages 23 to 27 years to around $7400 at ages 63 
to 66 years. Special education costs, which make up 4.8% 
of total discounted lifetime costs, range from around $ 12 000 
at age 6 years (costs for ages 3-5 years are assumed to be 
zero) to around $6200 at ages 18 to 22 years, and sup­
ported employment costs range from around $800 at ages 
23 to 37 years to around $300 at ages 53 to 57 years (age 
57 years is the assumed end of working life).

T ab le  4  displays the com ponents of the incremental 
societal indirect costs. Indirect costs are by far the larg­
est component of the total incremental societal costs of 
autism (59.3% of total discounted lifetime costs).1 Own 
in d irec t costs, w hich  m ake up  30.7%  of total d is­
counted lifetime costs, range from around $33 000 at ages 
23 to 27 years to around $ 18 000 at ages 53 to 57 years. 
Not own (assumed herein to be parents’) indirect costs, 
which make up 28.6% of total discounted lifetime costs, 
range from around $43 000 at ages 3 to 7 years, when 
parents are assumed to be about 33 to 37 years of age, to 
around $ 19 000 at ages 23 to 27 years, when parents are 
assumed to be 53 to 57 years of age, to around $3000 
per year for the next 5 years until the end of the average 
work life. Although total indirect costs spike at ages 23

Figure 2. Age distribution of own and not own Indirect incremental costs 
(present value).

Figure 3. Age distribution of total incremental societal costs of autism 
computed at different discount rates.

to 27 years, because of the overlapping own and not own 
indirect costs, as F ig u re  2  indicates, at any given time 
from age 3 years through age 57 years, there is a sub­
stantial and smoothly declining level of indirect costs. 
Figure 2 also dramatically illustrates, at least for this 
model, the transition from exclusive parental lost pro­
ductivity almost immediately to lost own productivity.

SENSITIVITY ANALYSES

Sensitivity analyses using 2% and 5%, w hich are com­
mon upper and lower bounds, reveal that the patterns 
of age-specific ex p en d itu res  are sim ilarly  shaped. 
F ig u re  3  displays total costs using 2%, 3%, and 5% as 
the discount rates. There is an inverse relationship be­
tween the discount rate and the weight placed on future 
costs: lower discount rates place greater weight on fu­
ture costs and higher rates place less weight on future 
costs. As a result, total present value costs will be larger 
the smaller the discount rate. The maximum difference 
in total costs between the 5% scenario and the 2% sce­
nario (about $53 000) occurs at age 24 years and the av­
erage difference in costs between the 5% and 2% sce­
narios is about $31 000.
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COMMENT

This article presents the first description, to my knowl­
edge, of the societal costs of autism in the United States 
across all ages of the life span and contributes not only 
to the literature on the costs of autism but also to the 
literature on age-specific health care costs in general. As 
was previously reported, the total annual societal per 
capita cost of caring for and treating  a person w ith 
autism  in the United States was estim ated to be $3.2 
million and about $35 billion for an entire birth cohort 
of people w ith au tism .1 Sensitivity analyses revealed 
that these lifetime costs could range from $13 billion to 
$76 billion depending on the underlying assumptions 
of the model. Although those estimates are highly con­
servative because they exclude a num ber of important 
elem ents (such as legal costs that fam ilies incur to 
secure services47,48; lost productivity of those other than 
parents; the costs of genetic testing; the full costs of 
a lte rn a tiv e  therap ies , in c lu d in g  d iets; the costs of 
adverse outcom es of potentially dangerous treatment 
modalities; and costs associated w ith im m unization- 
avoidance behaviors48), they are valuable because they 
add information to a relatively underdeveloped litera­
ture. As treatm ent and, perhaps prevention, strategies 
are developed, knowledge of when costs are incurred 
relative to when benefits are expected is important for 
clinical decision-making and cost-effectiveness analysis 
efforts.

Knowledge about age-specific per capita incremental 
societal costs is particularly im portant because, as op­
posed to the sum m ary lifetime data presented previ­
ously,1,25'47 age-specific data illuminate the relative mag­
nitudes of different types of costs at different ages. Given 
that at different ages different segments of society are re­
sponsible for absorbing these costs, this detailed disag­
gregation of costs can provide even more valuable infor­
mation to planners, policy makers, and even to families 
making decisions that can affect current and future fi­
nancial health, especially as they consider the fact that 
at various points in the life cycle different costs are more 
germane than others.

Although autism is typically thought of as a disorder 
of childhood, its costs can be felt well into adulthood. 
Adult care, w hich has the largest lifetime cost of all di­
rect costs, is typically more than 5 times larger than the 
next 3 largest costs, which include care incurred during 
childhood (behavioral therapies, child/respite care, and 
special education). Alemayehu and Warner48 reported that 
the typical American spends about $317 000 over his or 
her lifetime in direct medical costs, incurring 60% of those 
costs after age 65 years. In contrast, people with autism 
incur about $306 000 in incremental direct medical costs, 
implying that people w ith autism spend twice as much 
as the typical American over their lifetimes and spend 
60% of those incremental direct medical costs after age 
21 years.

These results, especially on the substantial costs re­
sulting from lost productivity of both individuals with 
autism and their parents and from rather large adult care 
costs, have im portant implications for those aging mem­

bers of the baby boom generation approaching retire­
ment. As those individuals retire, many of their adult chil­
dren with autism will be transitioning into adult care 
settings. Those costs, combined with very limited to non­
existent income for their adult children with autism com­
bined with potentially lower levels of savings because of 
decreased income and benefits while employed, may cre­
ate a large financial burden affecting not only those fami­
lies but potentially society in  general. Perhaps physi­
cians and o ther care professionals should  consider 
recommending that parents of children with autism seek 
financial counseling to help plan for the transition into 
adulthood.

Although this study is limited by a num ber of fac­
tors, it is the first of its kind, to my knowledge, and can 
shed insight into the lifetime distribution of autism costs 
and also motivate future, more rigorous studies. The cost 
model presented herein is based on a num ber of simpli­
fying assumptions and relies on sometimes incomplete 
and old information. These caveats should be kept in mind 
when using these estimates for policy or practice deci­
sion making. The results presented herein for direct medi­
cal costs are consistent with recently published data on 
health care use and costs for children with autism. Gur­
ney et al50 reported that, relative to children without au­
tism, children with autism, as reported by their parents, 
experience a significantly higher num ber of preventive 
visits and emergency and nonemergency hospital visits. 
Croen et al51 reported, based on administrative data from 
the Northern California Kaiser Permanente Medical Care 
program, that children with autism incurred 2.5 times 
as much outpatient costs, 2.9 times as much inpatient 
costs, and 7.6 times as much medication costs as ran­
domly selected children w ithout autism. Pursuing a re­
search agenda of both carefully and systematically docu­
menting the costs of autism in the United States can be 
helpful in improving these estimates. Prospectively track­
ing the life experiences of individuals with autism and their 
families and obtaining a wide variety of data on the differ­
ent sources of services for people with autism can provide 
this more complete picture. Prospectively collected clini­
cal and quality-of-life data combined with cost data will be 
even more useful for understanding the societal costs, both 
financial and nonfinancial, of caring for those members of 
our society with autism at every age of the life course.
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I n s u r a n c e  Co v e ra g e  for  Aut i sm

January 2012

The Centers for Disease Control and Prevention (C D C )  estim ate that an ave ra ge  of one in 110 children have an autism  spectrum  disorder  
(A S D ). More children than ev er before are  being classified as having autism  spectrum  d isorders. Th e  C D C  estim ates that up to 
730.000 people between the ages of 0 and 21 have an ASD.

T h e re  is no cu re  for autism , but it is  a treatab le  condition. Most health professiona ls agre e that early  
intervention tre atm e nt p ro gra m s are im portant. Treatm ent options m ay include behavioral and educational 
in terventions, com plem entary and alternative  m edicine, dietary ch a n ge s or m edications to m anage or relieve  
the sym p to m s of autism . T h e se  tre atm e n ts m ay be costly. So m e fam ilies m ay spend m ore than $ 5 0 ,0 0 0  per 
ye a r on au tism -relate d  th erap ies, such  as applied behavior ana lysis. A stu dy in 2 0 0 6  by the Harvard School of 
Public Health estim ated that it co sts  $ 3 .2  m illion to take care of an individual with autism  over his or her lifetim e  
and that it co sts  society an estim ated $ 35  billion each ye ar to care for all individuals with autism .

So m e  state s require in su re rs to provide co ve rag e  for the treatm ent of autism . How ever, opponents to this  
approach argu e that care for in dividuals with autism  is the responsibility of parents and/or the responsib ility of 
school syste m s. O thers have raised co n cern s that m andating co ve rag e  for autism  will s ign ificantly  increase  
in surance prem ium s. A ccording to the Council for Affordable Health Insurance, an autism  m andate in crea se s the  
co st o f health in surance by about 1 percent. How ever, if the incidence of autism  continues to in crease  and as  
m ore se rv ice s  are covered, the cost o f in su ran ce  m ay increase 1 to 3 percent. Th is  debate has intensified in 
recent ye a rs  and state s are ta k in g  a va riety  of approaches to m eet the needs of ch ildren and adults with 
autism .

A total o f 34 state s and the D istrict o f Colum bia have laws related to autism  and in surance co ve rage. At least 
29 sta te s —A rizona, A rkan sas, C a lifo rn ia, Colorado, C onnecticut, Florida, Illin o is, In d ian a , Io w a, K an sas,
Ken tu cky, Lou isiana , Maine, M assachusetts, M issouri, Montana, N evada, New H am pshire, New Je rse y , New  
Mexico, New York, P ennsylvan ia , Rhode Is la n d , South  Carolina, T e x a s , V erm ont, V irgin ia , W est V irgin ia and  
W isconsin—specifica lly  require in su re rs to provide coverage for the treatm ent of autism . O ther state s m ay  
require lim ited co ve rag e  fo r autism  under m ental health co ve rage  or other laws.

In  the past few  y e a rs , the debate o ver autism  and insurance co ve rage  has heated up in state legislatures. Most 
of the legislation  to provide co ve ra g e  fo r autism  has been en acted in the last four years.

During the 2 0 0 7 -2 0 0 8  le g isla tive  se ss io n , nine state s passed legislation related to autism  and in surance  
co ve rage. A rizona, Florida, Illin o is, Lou isiana , Pennsylvania, Sou th  C arolina and T e x a s  en acted legislation  
specifica lly  requiring co ve rag e  fo r autism . In  addition, M assachusetts enacted legislation in 2 0 0 8  to specify  
that autism  shall be covered under m ental health parity laws on a non discrim inatory basis. C onn ecticut  
enacted legislation in 2 0 0 8  th at requires in surers to provide co ve rage  for p hysical, spee ch  and occupational 
th e rap y  se rv ice s fo r the tre atm e nt of autism  spectrum  d iso rd ers to the extent that such se rv ice s  are a covered benefit for other 
d ise a se s  and conditions under su ch  policy. A su m m a ry of this legislation is included in the two tables below.

. In  2 0 0 9 , Colorado, Conn ecticut, M ontana, Nevada, New Je rse y , New Mexico and W isconsin enacted legislation  requiring in surance  
co ve ra g e  fo r autism . Illin o is enacted legislation requiring insurance co ve rage  for habilitative se rv ice s for children with a congenital or 
ge n etic  disorder, including autism .

. In  2 0 1 0 , Io w a, K an sas, K en tu ck y, Maine, M assachusetts, Missouri, New H am pshire and V erm ont en acted legislation requiring  
in su ran ce co ve ra g e  for autism . In  addition, in April 2 0 1 0 , O klahom a enacted legislation to specify  that health in surance policies m ust 
provide the sam e co ve ra g e  and benefits to children who have been d iagnosed with autism  as children who have not been diagnosed  
with the disorder.

. In  2 0 1 1 , A rka n sa s, California, New York, Rhode Is la n d , V irgin ia , and W est V irginia enacted legislation requiring in surance co ve rag e  for 
autism  spectrum  disorders.
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Autism Votes: An Autism Speaks Initiative

Actuarial Cost Estimate: Virginia House Bill No. 303 and Senate Bill 464- Bills Relating to Health Insurance Coverage for Autism Spectrum Disorder. 
January 15, 2010

Early Intensive Intervention Services for Alaska Children with Autism: A Policy Analysis 
The Governor's Council on Disabilities and Special Education, August 2007
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Arizona Ariz. Rev. Stat. Ann. 5 20-826.04. 5 20-1057.11. 5 20-1402.03 and § 20-1404.03 12008 Ariz. Sess. Laws. ChaD. 4: HB 2847 of 20081
Require policies issued by certain health insurers, beginning July 1, 2009, to provide coverage for the diagnosis and 
treatment of autism spectrum disorders, with some limitations. Coverage for autism treatment may not be excluded or 
denied and dollar limits, deductibles and coinsurance cannot be imposed based solely on the diagnosis of an autism 
spectrum disorder. Coverage for medically necessary behavioral therapy services may not be excluded or denied and is 
subject to a $50,000 maximum benefit per year for an eligible person up to the age of 9 and a $25,000 maximum benefit 
per year for an eligible person who is between the ages of 9 and 16 years.

Arkansas 2011 Ark. Acts. Act 196 fHB 1315 of 20111
Requires health benefit plans to provide coverage for the diagnosis and treatment of autism spectrum disorders. 
Treatment is defined to include applied behavior analysis, pharmacy care, psychiatric care, psychological care, 
therapeutic care, necessary equipment to provide evidence-based treatment, and any care that is determined by a 
licensed physician to be medically necessary and evidence-based. Applied behavioral analysis is limited to $50,000 
annually and to children under 18 years of age. Coverage is not subject to any limits on the number of visits an 
individual may make to an autism services provider. The law specifies that on or after January 1, 2014, to the extent 
that these provisions require benefits that exceed the essential health benefits specified under the federal Patient 
Protection and Affordable Care Act, the benefits that exceed the essential health benefits shall not be required of a health 
benefit plan when the plan is offered by a health care insurer in the state through the state medical exchange.

California Cal. Insurance Code § 10144.5
Requires every policy of disability insurance that covers hospital, medical, or surgical expenses in the state to provide 
coverage for the diagnosis and medically necessary treatment of severe mental illnesses, including pervasive 
developmental disorder or autism, for a person of any age under the same terms and conditions applied to other medical 
conditions.

Cal. Insurance Code 6 10144.51 and § 10144.52 f2011 Cal. Stats.. Chap. 650; SB 9461
Require every health insurance policy to provide coverage for behavioral health treatment for pervasive developmental 
disorder. The law also specifies that this provision does not require any benefits to be provided that exceed the essential 
health benefits required by the federal Patient Protection and Affordable Care Act.

Cal. Health and Safetv Code 6 1374.72
Requires every health care service plan to provide coverage for the diagnosis and medically necessary treatment of 
severe mental illness, including pervasive developmental disorder or autism, of a person of any age under the same 
terms and conditions applied to other medical conditions.

Cal. Health and Safetv Code 5 1374.73 12011 Cal. Stats., Chap, 650; SB 9461
Requires every health care service plan contract that provides hospital, medical or surgical coverage to provide coverage 
for behavioral health treatment for pervasive developmental disorder or autism. The law specifies that this provision does 
not require any benefits that exceed the essential health benefits required by the federal Patient Protection and 
Affordable Care Act.

Colorado Colo. Rev. Stat. § 10-16-104 fl.3Vol. 5 10-16-104 fl.41 and 5 25.-5-8-107 falflVl 12009 Colo.. Sess. Laws. ChaD. 391: SB 244 of 2009.
Fiscal Note. Commission on Mandated Health Insurance Benefits Review of SB 2441
Require that all health benefit plans provide coverage for the assessment, diagnosis and treatment of autism spectrum 
disorders for a child. Treatment for autism spectrum disorders is defined to include treatments that are medically 
necessary, appropriate, effective or efficient and shall include evaluation and assessment services; behavior training and 
management and applied behavior analysis; habilitative or rehabilitative care, including occupational, physical or speech 
therapy; pharmacy care and medication; psychiatric care; psychological care; and therapeutic care.

Colo. Rev. Stat. §10-16-104.5 fl993 Colo.. Sess. Laws, Chap. 211, amended by 2009 Colo.. Sess. Laws. ChaD. 391: SB 244 of
20091
Specified sickness and accident insurance policies providing indemnity for disability due to sickness and specified 
individual policies that provide coverage for autism shall provide such coverage in the same manner as for any other 
accident or sickness, other than mental illness, otherwise covered under such policy.

Connecticut Conn. Gen. Stat. § 38a-514b (2009 Conn. Acts. P.A. 115: SB 301 of 2009. Summarv. Fiscal Note: 2011 Conn. Acts. P.A. 11-4. HB 6278
of 20111
Requires specified group health insurance policies to provide coverage for the diagnosis and treatment of autism 
spectrum disorder. Treatments must be medically necessary and identified and ordered by a licensed physician, 
psychologist or clinical social worker in accordance with a treatment plan. Treatments may include behavioral therapy,
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prescription drugs, psychiatric services, psychological services, physical therapy, speech and language pathology services 
and occupational therapy. Coverage for behavioral therapy may be limited to $50,000 per year for a child who is less 
than nine years of age, $35,000 for a child who is at least nine years of age and less than 13 years of age, and $25,000 
for a child who is at least 13 years of age and less than 15 years of age. The policy may not impose limits on the 
number of visits to an autism services provider. This law repealed the previous version of § 38a-514b 12008 Conn. Acts. 
P.A. 132; HB 5696. Fiscal Note!, which SDecified that arouD health insurance policies must provide coverane for physical, 
speech and occupational therapy services for the treatment of autism spectrum disorders to the extent such services are 
a covered benefit for other diseases and conditions.

Conn. Gen Stat. 5 38a-488b 12008 Conn. Act. P.A. 132; HB 5696. Fiscal Note: 2011 Conn. Acts. P.A. 11-4. HB 6278 of 20111
Requires individual health insurance policies to provide coverage for physical, speech, and occupational therapy services 
for the treatment of autism spectrum disorder, as defined by the American Psychiatric Association's "Diagnostic and 
Statistical Manual of Mental Disorders (DSM)," to the extent such services are a covered benefit for other diseases and 
conditions.

Florida Fla. Stat. 6 627.6686 and 6 641.31098 12008 Fla. Laws. ChaD. 30; SB 2654 of 2008. Bill Analyses!
Requires health insurance plans and health maintenance contracts to provide coverage to eligible individuals for well- 
baby and well-child screening for diagnosing the presence of autism spectrum disorders, treatment of autism spectrum 
disorders through speech, occupational and physical therapy and applied behavior analysis. Coverage is limited to 
treatment that is prescribed by the insured's treating physician in accordance with a treatment plan and is limited to 
$36,000 annual and may not exceed $200,000 in total lifetime benefits.

Illinois III. Rev. Stat. ch. 215. § 5/356Z.14 et sea. 12008 III. Laws. P.A. 95-1005. SB 934 of 2008: and 2009 III. Laws. P.A. 95-1049. SB 101 of
2008)
Requires all individual and group accident and health insurance or managed care plans to provide coverage for the 
diagnosis and treatment of autism spectrum disorders for individuals less than 21 years of age. Coverage is to include 
applied behavioral analysis and other treatments with a maximum benefit of $36,000 per year. The law was amended in 
2009 bv 2009 III. Laws. P.A. 95-1049 fSB 101 of 20081 to require insurance coveraae for habilitative services for children 
less than 19 years of age with a congenital, genetic or early acquired disorder, including autism spectrum 
disorders. Habilitative services includes occupational therapy, physical therapy, speech therapy and other services 
prescribed by the insured's treating physician pursuant to a treatment plan to enhance the ability of a child to function 
with a congenital, genetic or early acquired disorder.
► For more information. Dlease see Illinois' fact sheet on insurance coveraae for autism. October 2009.

Indiana Ind. Code 6 27-8-14.2-1 et sea. and $ 27-13-7-14.7 fHB 1122 of 2001: Fiscal ImDact Statement!
Requires an accident and sickness insurance policy that is issued on a group basis and a group contract with a health 
maintenance organization to provide coverage for the treatment of a pervasive developmental disorder. Coverage is 
limited to treatment that is prescribed by the insured's treating physician in accordance with a treatment plan. An insurer 
may not deny or refuse to issue coverage, or otherwise terminate or restrict coverage on an individual under an 
insurance policy solely because the individual is diagnosed with a pervasive developmental disorder. An insurer that 
issues an accident and sickness insurance policy on an individual basis or a health maintenance organization that enters 
into an individual contract that provides basic health care services must offer to provide coverage for the treatment of a 
pervasive developmental disorder of an enrollee.
► For additional information about the law. Dlease visit the Indiana Resource Center for Autism's webDaae.

Iowa Iowa House File 2531 of 2010 fFiscal Analvsisl
Requires state employee health care plans to provide coverage for the diagnosis and treatment of autism spectrum 
disorders for individuals under 21 years of age. Treatment is defined as pharmacy care, psychiatric care, psychological 
care, rehabilitative care and therapeutic care. The law also establishes a $36,000 annual maximum benefit on coverage 
for children with autism spectrum disorder. The coverage plan cannot limit the number of visits to an autism service 
provider for treatment. Coverage must be provided in coordination with requirements established in Iowa Code §
514c.22.

Iowa Code 6 514C.22 12005 Iowa Acts. Chap. 91; HF 420 of 2005)
Requires specified insurers to provide coverage benefits for treatment of a biologically based mental illness, including 
pervasive developmental disorders and autistic disorders.

Kansas Kan. Stat. Ann. 6 75-6524 12010 Kan. Sess. Laws. ChaD. 120 :HB 2160 of 2010: Supplemental Note!
Requires state employee health insurance plans to provide coverage for the diagnosis and treatment of autism spectrum 
disorder for any covered individual up to 19 years old. Covered services are defined to include applied behavioral analysis 
and evidence-based services. The annual benefit cap for children up to age 7 is $36,000 and for children at least 7 years 
old and up to age 19, the annual cap is $27,000. The law also requires the state employees' health care commissioner to 
submit a report to the legislature that includes information on the impact of the mandated coverage for autism spectrum 
disorder on the state health care benefits program, data on the utilization of coverage and the cost of providing such 
coverage, and recommendations for whether such coverage should continue.

Kan. State. Ann. 5 40-2.105a fHB 2214 of 2009: HB 2033 of 2001)
The law was amended in 2009 bv Kan. Sess. Laws. ChaD. 136 to reauire anv arouD health insurance Dolicv. medical service
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plan, contract, hospital service corporation contract, hospital and medical service corporation contract, fraternal benefit 
society or health maintenance organization, which provides medical, surgical or hospital expense coverage to include 
coverage for the diagnosis and treatment of mental illness. The law re-defines mental illness to include any disorder 
defined in the DSM-IV.

Kentucky Kv. Rev. Stat. 5 319C C2010 Kv. Acts. Chao. 150: HB 159 of 20101
Requires large group health benefit plans to provide coverage for the diagnosis and treatment of autism spectrum 
disorders for individuals between the ages of one through 21 years of age. For individuals between the ages of one 
through their seventh birthday, the maximum annual benefit amount is $50,000, and the maximum benefit for 
individuals between the ages of seven through 21 is $1,000 per month. Coverage may not be subject to any limits on 
the number of visits an individual may make to an autism services provider. Treatment of autism spectrum disorders is 
defined to include medical care, pharmacy care (if covered by the plan), psychiatric care, psychological care, therapeutic 
care, aoolied behavior analysis, and rehabilitative and habilitative care. This law also amends Kv. Rev. Stat, 6 304.17A-143 
(1998 Kv. Acts, Chao. 106: SB 63 of 19981. to require individual and small aroup market health benefit plans to provide 
coverage for pharmacy care (if covered by the plan), psychiatric care, psychological care, applied behavioral analysis, 
and habilitative care for the treatment of autism spectrum disorders, in addition to the law's existing coverage 
for therapeutic and rehabilitative care. The law increases the maximum benefit per month from $500 to $1000. 
Additional definitions related to this law are included in Kentucky Reaulations 806 KAR 17:460. The law also amends Kv. Rev. 
Stat. § 18A.225 to reauire state employee health benefit plans to provide coveraae for the diaanosis and treatment of 
autism spectrum disorder consistent with the requirement for coverage under large group health benefit plans.

Louisiana La. Rev. Stat. Ann. § 22:1050 (2008 La. Acts. P.A. 648: HB 958 of 2008: Fiscal Note!
Requires health insurance policies, including health maintenance organizations, to provide coverage for the diagnosis and 
treatment of autism spectrum disorders in individuals less than 17 years of age. Coverage is subject to a maximum 
benefit of $36,000 per year and a lifetime maximum benefit of $140,000. Treatment of autism spectrum disorders is 
defined to include habilitative or rehabilitative care (including applied behavior analysis), pharmacy, psychiatric, 
psychological and therapeutic care.
2009 House Bill 406 amended the statute (La. Acts. P.A. 4191 to exclude individually, underwritten, auaranteed renewable 
limited benefit health insurance policies from the provisions in this law.

Maine Me. Rev. Stat. Ann. Tit. 24-A 5 2766 (2010 Me. Laws. ChaD. 635: LD 1198: SB 446 of 2010: Fiscal Notel
Requires all individual health insurance policies and contracts, group health insurance policies, and all individual and 
group health maintenance organization contracts to provide coverage for the diagnosis and treatment of autism spectrum 
disorders for individuals five years of age and under. Treatment is defined as habilitative or rehabilitative care, applied 
behavior analysis, counseling services and therapy services, including speech, occupational and physical therapy. The 
policy or contract may limit coverage for applied behavior analysis to $36,000 per year, and the insurance policy or 
contract may not include any limits on the number of visits. The law also requires the Department of Professional and 
Financial Regulation, Bureau of Insurance to review and evaluate the financial and social impact and medical efficacy of 
this mandated health insurance benefit, and submit a report to the Legislature by February 1, 2015.

Me. Rev. Stat. Ann. tit. 24 6 2325-A: tit. 24-A 6 2749-C. 5 2843 and 6 4234-A
Requires specified group contracts to provide, at a minimum, benefits for a person receiving medical treatment for 
specified mental illnesses, including pervasive developmental disorders. Other specified individual and group insurance 
contracts or policies must make available benefits for the treatment and diagnosis of specified mental illnesses, including 
pervasive developmental disorder or autism, under terms and conditions that are no less extensive than the benefits 
provided for medical treatment for physical illnesses.

2009 Me. Acts. ChaD. 33 (SB 226 of 20091
Requires the Department of Health and Human Services to amend the rules of reimbursement for the provision of 
supervisory services by board-certified behavior analysts in the MaineCare programs for home and community benefits 
for persons with mental retardation or autistic disorders, developmental and behavioral clinical services, day habilitation 
services for persons with mental retardation, early intervention services, community support benefits for persons with 
mental retardation or autistic disorders, day treatment services, intermediate care facilities for persons with mental 
retardation and school-based rehabilitative services. The law also requires the Department of Health and Human Services 
to pursue amendment to the federally approved Medicaid state plan on a timely basis and, after approval, amend the 
MaineCare rules to provide for reimbursement of board-certified behavior analysts for supervision only.

Massachusetts Mass. Gen. Laws Ann. ch. IV § 32A-25 (2010 Mass. Acts. ChaD. 207: HB 4935 of 20101
Requires specified individual, group and state employee health plans and health maintenance contracts to provide 
benefits on a nondiscriminatory basis for the diagnosis and treatment of autism spectrum disorder. Treatment is defined 
to include habilitative or rehabilitative, pharmacy, psychiatric, psychological and therapeutic care. The health plan may 
not contain an annual or lifetime dollar or unit of service limitation on coverage for autism which is less than the 
imitations imposed on coverage for physical conditions. The plan may not limit the number of visits an individual may 
make to an autism services provider. The law allows for exemptions from providing coverage under certain 
circumstances.

Mass. Gen. Laws Ann. ch. IV § 32A-22 (2008 Mass. Acts. Chap. 256: HB 44231
Requires an individual policy and a group blanket or general policy of accident and sickness insurance or a health
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maintenance contract that provides hospital and surgical insurance to provide mental health benefits on a 
nondiscriminatory basis for the diagnosis and treatment of specified biologically-based mental disorders, including 
autism. Requires the group insurance commission to provide to any active or retired employee of the commonwealth who 
is insured under the group insurance commission coverage on a nondiscriminatory basis for the diagnosis of treatment of 
specified biologically-based mental disorders, including autism.

Missouri Mo, Rev. Stat. § 337.300 et seq. and 5 376.1224 (HB 1311 of 2010: Fiscal Note)
Requires all group health benefit plans to provide coverage for the diagnosis and treatment of autism spectrum disorders. 
Coverage is limited to medically necessary treatment that is ordered by the insured's treating physician or psychologist, 
in accordance with a treatment plan. Treatment for autism spectrum disorder is defined to include psychiatric, 
psychological, habilitative or rehabilitative care, applied behavior analysis, therapeutic care and pharmacy care. Coverage 
for applied behavior analysis is subject to a maximum benefit of $40,000 per year for individuals through 18 years of 
age. However, this limit may be exceeded, with approval by the health benefit plan, if the applied behavior analysis 
services are medically necessary for an individual. The health benefit plan may not place limits on the number of visits an 
individual makes to an autism service provider. The law requires the department of insurance and other institutions to 
submit a report to the legislature regarding the implementation of this coverage, including specified costs of this 
coverage.

Montana Mont. Code Ann. 5 33-22-515 (2009 Mont. Laws. Chap. 359. SB 234 of 2009. Fiscal Note!
Requires specified disability policies, certificates of insurance and membership contracts to provide coverage for the 
diagnosis and treatment of autism spectrum disorders for a covered child 18 years of age or younger. Coverage must 
include habilitative or rehabilitative care, medications, psychiatric or psychological care, therapeutic care and other 
specified care. Coverage for treatment of autism spectrum disorders may be limited to a maximum benefit for $50,000 
per year for a child 8 years of age and younger and to $20,000 per year for a child 9 years of age through 19 years of 
age.

Mont. Code Ann. 5 33-22-706
Requires a policy or certificate for health insurance or disability insurance to provide a level of benefits for the necessary 
care and treatment of severe mental illness, including autism, that is no less favorable than that level provided for other 
physical illness generally. Benefits for treatment of severe mental illness include but are not limited to inpatient services, 
outpatient services, rehabilitative services, medication and other specified treatments. The law was amended in 2009 by 
Mont. Laws, Chapter 359 to specify that coverage for a child with autism who is 18 years of age or younger must comply 
with § 33-22-515.

Nevada Nev. Rev. Stat. 5 689A.0435 (2009 Nev. Stats.. ChaD. 331. AB 162 of 2009. Health and Human Services Fiscal Note 1 Public Emolovees'
Benefits Proaram Fiscal Note!
Requires an individual health benefit plan to provide the option of coverage for screening, diagnosis, and treatment of 
autism spectrum disorders for persons covered by the policy under the age of 18, or if enrolled in high school, until the 
person reaches the age of 22. Requires health insurance for small employers and group and blank health insurance 
benefit plans and health care plans issued by a health maintenance organization to provide coverage for screening, 
diagnosis and treatment of autism spectrum disorders to persons covered by the policy of group health insurance under 
the age of 18, or if enrolled in high school until the person reaches the age of 22. Treatment of autism spectrum 
disorders must be identified in a treatment plan and may include medically necessary habilitative or rehabilitative care, 
prescription care, psychiatric care, psychological care or behavior therapy.

New
Hampshire

N.H. Rev. Stat. Ann. § 417-E:2 (2010 N.H. Laws. ChaD. 363: HB 569 of 2010!
Clarifies and defines treatment of pervasive developmental disorder or autism, as required under N.H. Rev. Stat. Ann. § 
417-E:1, to include professional services and treatment programs, including applied behavioral analysis, prescribed 
pharmaceuticals (subject to the terms and conditions of the policy), direct or consultative services provided by specified 
licensed professionals, and services provided by licensed speech, occupation or physical therapists. The policy, contract 
or certificate may limit coverage for applied behavior analysis to $36,000 per year for children 0 to 12 years of age, and 
$27,000 from ages 13 to 21.

N.H. Rev. Stat. Ann. 6 417-E:1
Requires specified insurers that provide benefits for disease or sickness to provide benefits for treatment and diagnosis of 
certain biologically-based mental illness, including pervasive developmental disorder or autism, under the same terms 
and conditions and which are no less extensive than coverage provided for any other type of health care for physical 
illness.

New Jersey N.J. Rev. Stat. 5 17:48-6ii. 5 17:48A-7ff. 6 17:48E-35.33. 6 17B:26-2.1cc. 6 17B:27-46.1ii. § 17B:27A-7.16. § 17B:27A-19.20. 6 26:2J-
4.34, § 52:14-17.29d and 5 52:14-17.46.6b (2009 N.J. Laws. ChaD. 115. AB 2238 of 2009!
Require specified health insurance policies and health benefit plans to provide coverage for expenses incurred in 
screening and diagnosing autism or another developmental disability. When the covered person's primary diagnosis is 
autism or another developmental disability, coverage must be provided for expenses incurred for medically necessary 
occupational therapy, physical therapy, and speech therapy, as prescribed through a treatment plan. When the covered 
person is under 21 years of age and the person's primary diagnosis is autism, coverage must be provided for expenses 
ncurred for medically necessary behavioral interventions based on the principles of applied behavioral analysis and 

related programs, as prescribed through a treatment plan.
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NJ. Rev. Stat. 5 17:48-6v. 5 17:48A-7u. 5 17:48E-35.20. 5 17B:26-2.1s. § 17B:27-46.1v. 5 17B:27A-7.5. § 17B:27A-19.7 and 5 26:2J-4.20
Require specified insurers that provide hospital or medical expense benefits to provide coverage for biologically-based 
mental illness, including pervasive developmental disorder or autism, under the same terms and conditions as provided 
for any other sickness under contract.

New Mexico N.M. Stat. Ann. § 59A-22-49. § 59A-23-7.9. 5 59A-46-50 and 5 59A-47-45 f2009 N.M. Laws. Chap. 74. SB 39 of 2009. Fiscal ImDact
Report!
Requires specified insurance policies, health care plans, certificates of health insurance or contracts to provide coverage 
to an eligible individual who is 19 years of age or younger, or an individual who is 22 years of age or younger and is 
enrolled in high school for well-baby and well-child screening for diagnosing the presence of autism spectrum disorder 
and the treatment of autism spectrum disorder through speech therapy, occupational therapy, physical therapy and 
applied behavioral analysis. Coverage is limited to $36,000 annually and shall not exceed $200,000 in total lifetime 
benefits.

New York N.Y. Insurance Law 6 3216. 5 3221 and 5 4303
Require specified policies and contracts that provide coverage for hospital or surgical coverage to not exclude coverage 
for the screening, diagnosis and treatment of medical conditions otherwise covered by the policy solely because the 
treatment is provided to diaanose or treat autism spectrum disorder. The law was amended bv 2011 N.Y. Laws. Chap. 595 
(AB 6305) to also require every policy which provides physician services, medical, major medical or similar 
comprehensive-type coverage to provide coverage for the screening, diagnosis and treatment of autism spectrum 
disorder. The law prohibits any limitations on visits that are solely applied to the treatment of autism spectrum disorder. 
Treatment of autism spectrum disorder is defined to include behavioral health treatments, psychiatric care, psychological 
care, medical care, therapeutic care and SDecified Dharmacv care. 2011 N.Y. Laws. ChaD. 596 fSB 58451 amended these 
provisions to specify that coverage for applied behavior analysis is subject to a maximum benefit of $45,000 per year.

Pennsylvania Pa. Cons. Stat. tit. 40. § 764h fPa. Laws. Act 2008-62: HB 1150 of 2008: Mandated Benefits Review by the Pennsylvania Health Care
Cost Containment Council: Autism Spectrum Disorders Mandated Benefits Review Panel Report bv Abt Associates Inc.; 
Pennsylvania Department of Public Welfare "Where to Get Help with PA's Autism Insurance Law" webDaael 
Requires a health insurance policy or government program to provide coverage for individuals less than 21 years of age 
for the diagnostic assessment and treatment of autism spectrum disorders. Maximum benefit of $36,000 per year.

Rhode Island R.I. Gen. Laws 5 27-20.11-1 et sea. C2011 R.I. Pub. Laws, ChaD. 159. HB 5275 and 2011 R.I. Pub. Laws. Chap. 175. SB 1071
Require specified contracts and policies to provide coverage for autism spectrum disorder. Benefits include coverage for 
applied behavior analysis, physical therapy, speech therapy and occupational therapy services for the treatment of 
autism spectrum disorder and apply until the covered individual reaches age 15. Coverage for applied behavior analysis 
is limited to $32,000 per year.

South
Carolina

S.C. Code Ann. 5 38-71-280 12007 S.C. Acts. Act 65: SB 20 of 2007: Fiscal Impact Statement!
Requires a health insurance plan to provide coverage for the treatment of autism spectrum disorders. Coverage is limited 
to treatment that is prescribed by the insured's treating medical doctor in accordance with a treatment plan. To be 
eligible for coverage, an individual must be diagnosed with autism spectrum disorder at age eight or younger and be less 
than 16 years of age.

Texas Tex. Insurance Code § 1355.015 12007 Tex. Gen. Laws. Chap. 877; HB 1919 of 2007:. Fiscal Note!
Requires a health benefit plan to provide coverage for all generally recognized services prescribed in relation to autism 
spectrum disorder by the enrollee's primary care physician in the treatment plan recommended by the physician. The law 
defines "generally recognized services" to include applied behavior analysis; speech, occupational and physical therapy; 
medications or nutritional supplements; and other treatments. This coverage may be subject to annual deductibles, 
copayments and coinsurance that are consistent with annual deductibles, copayments and coinsurance required for other 
coveraae under the health benefit plan. 2009 Tex. Gen. Laws. Chap. 1107 fHouse Bill 451! amended the law to specifv 
that a health benefit plan must provide coverage to an enrollee who is diagnosed with autism spectrum disorder from the 
date of diagnosis until the enrollee completes nine years of age. The law previously required coverage to an enrollee 
older than two years of age and younger than six years of age.

Vermont Vt. Stat. Ann. Tit. 8 § 4088i 12010 Vt. Acts. Act 127: SB 262 of 2010: Vermont Leaislative Joint Fiscal Office Analysis!
Requires health insurance plans to provide coverage for the diagnosis and treatment of autism spectrum disorders, 
including applied behavior analysis for children beginning at 18 months of age and continuing until the child reaches age 
six or enters first grade, whichever occurs first. Treatment of autism spectrum disorders is defined to include habilitative 
or rehabilitative care, pharmacy care, psychiatric care, psychological care and therapeutic care. A plan may not limit the 
number of visits an individual may have with an autism services provider. The law requires specified agencies to evaluate 
the feasibility and budget impacts of requiring health insurance plans, including Medicaid and the Vermont health access 
plan, to provide coverage for autism spectrum disorders for children under the age of 18.

Virginia 2011 Va. Act. ChaD. 876 and 2011 Va. Act. ChaD. 878 fHB 2467 of 2011. SB 1062 of 2011)
Requires health insurers, health care subscription plans and health maintenance organizations to provide coverage for 
the diagnosis and treatment of autism spectrum disorders in individuals from age two to six. The requirement applies to 
the state employees' health insurance plan and to the local choice health program; and does not apply to an insurer, 
corporation, or health maintenance organization, or to government employee programs, if the costs associated with
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coverage exceed one percent of premiums charged over the experience period. Treatment is defined to include 
behavioral health treatment, pharmacy care, psychiatric care, psychological care, therapeutic care and applied behavior 
analysis. Coverage is limited to an annual maximum benefit of $35,000 for applied behavior analysis unless the insurer 
elects to provide coverage in a greater amount. Coverage is not subject to any visit limits. As of January 1, 2014, to the 
extent that these required benefits exceed the essential health benefits specified under the federal Patient Protection and 
Affordable Care Act, the specific benefits that exceed the essential health benefits are not required of qualified health 
plans that are offered in the state by a health carrier through a health benefit exchange.

Va. Code § 38.2-3412.1:01 (1999 Va. Acts. ChaD. 941: SB 4301
Requires specified insurers that provide coverage for health care services to provide coverage for biologically based 
mental illnesses, including autism.

Va. Code § 2.2-2818 and § 2.2-2818.2 (7009 Va. Acts. ChaD. 317. SB 1351. Fiscal ImDact Statement: 2009 Va. Acts. ChaD. 247. HB
2557. Fiscal ImDact Statement 1
Require the Department of Human Resource Management to establish a plan for providing health insurance coverage for 
state employees and retired state employees. The plan is required to include coverage for biologically based mental 
illness, including autism.

West Virginia 2011 W. Va. Act. Chao. 13 CHB 2693 of 2011: Children's Health Insurance Proaram fiscal note: DeDartment of Health and Human 
Resources fiscal note: Insurance Commission fiscal note: Public Health Insurance Aaencv fPEIAl fiscal note)
Requires specified health insurers, including the state's Children's Health Insurance Program (CHIP), to provide coverage 
for the diagnosis and treatment of autism spectrum disorders in individuals from the age of 18 months through 18 
years. To be eligible for coverage, the individual must be diagnosed with autism spectrum disorder at age 8 or 
younger. Coverage includes treatments that are medically necessary and ordered or prescribed by a licensed physician or 
licensed psychologist, including but not limited to, applied behavioral analysis. The annual maximum benefit for applied 
behavioral analysis is $30,000 per year for the first three years after treatment commences, and $2,000 per month after 
three years.

Wisconsin Wis. Stat. 5 632.895112m') and Wis. Stat. 5 609.87 (Assembly Bill 75 of 2009 : 2009 Wis. Laws. Act 281
Requires specified disability insurance policies and self-insured health plans to provide coverage for treatment for autism 
spectrum disorder if the treatment is prescribed by a physician, including specified therapies. The statute defines 
intensive-level and nonintensive-level services. The law was amended in 2010 bv Wis. Laws. Act 282 (SB 6671 to create 
Wis. Stat. 6 632.895 I12ml fbl 3m, which adds behavior analysts licensed under 6 440.312 to the list of professionals qualified 
to provide intensive-level and nonintensive-level services.

Wis. Stat. 6 51.01(5al
Defines autism as a develoDmental disability. Admin. Code. Insurance Commissioner 6.54('31(al etsea. specifies that no 
insurance company may refuse, cancel or deny insurance coverage solely on the basis of the applicant's or insured's 
physical condition or developmental disability.

S t a t u t e s  t h a t  m a y  r e q u i r e  l i m i t e d  i n s u r a n c e  c o v e r a g e  o f  a u t i s m
S t a t e S t a t u t e  S u m m a r y

District of 
Columbia

D.C. Code Ann. 5 31-3271 and 5 31-3272 12007 D.C. Stat.. Act 16-0493: B16-711 of 20071
Defines habilitative services as occupational, physical and speech therapy for the treatment of a child with a congenital or 
genetic birth defect to enhance the child's ability to function. Congenital or genetic birth defect is defined as a defect 
existing at or from birth, including a hereditary defect; includes autism or an autism spectrum disorder. Requires health 
insurers to provide habilitative services for children less than 21 years of age. The coverage shall not be more restrictive 
than coverage provided for any other illness, condition or disorder. A health insurer shall not be required to provide 
reimbursement for habilitative services delivered through early intervention or school services.

Georgia Ga. Code 6 33-24-59.10 (HB 565 of 20011
An insurer that provides benefits for neurological disorders shall not deny providing benefits for neurological disorders 
because of a diagnosis of autism.

Maryland Md. Insurance Code Ann. 6 15-835 (2002 Md. Laws. ChaD. 382: HB 6921
Requires insurers, nonprofit health service plans and health maintenance organizations to provide coverage of habilitative 
services for children less than 19 years of age. Habilitative services include occupational, physical and speech therapy for 
the treatment of a child with a congenital or genetic birth defect to enhance the child's ability to function. The definition of 
congenital or genetic birth defect includes autism spectrum disorder.

Oklahoma 2010 Okla. Sess. Laws. ChaD. 166 (SB 2045 of 20101
Requires all individual and group health insurance policies that provide medical and surgical benefits to provide the same 
coverage and benefits to any individual under the age of 18 years who has been diagnosed with an autistic disorder as it 
would provide coverage and benefits to an individual who has not been diagnosed with an autistic disorder.
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Oregon Or. Rev. Stat. § 743A.190 f2007 Or. Laws. ChaD. 872: HB 29181
Requires specified health benefit plans to provide coverage for an enrolled child less than 18 years of age who is diagnosed 
with a pervasive developmental disorder or autism all medical services, including medical and rehabilitative services, that 
are medically necessary and are otherwise covered under the plan. Rehabilitative services include physical, occupational or 
speech therapy services to restore or improve function.

Tennessee Tenn. Code Ann. 5 56-7-2367 12006 Tenn. Pub. Acts. ChaD. 894: SB 27191
Defines autism spectrum disorder as a neurological disorder. Requires that contracts and policies that provide benefits for 
neurological disorders to provide benefits and coverage for treatment of children less than 12 years of age with autism.

S o u r c e s :  Health Insurance Mandates in the States 2009. The Council for Affordable Health Insurance; The National Association of Insurance 
Commissioners, 2006; State Autism Profiles, Easter Seals, 2008; The National Conference of State Legislatures, 2012.
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genetic disorder associated with autism. Then in 2006, Dol- 
metsch’s oldest son, who was 4, was diagnosed with autism.

“At the time, we were very worried. We didn’t know what 
was happening,” says Dolmetsch, PhD ’97, assistant professor 
of neurobiology. “So I went home and sat down with my wife, 
[Asha Nigh, ’93,] who is also a scientist, to try to figure out what 
we could do.”

There was solid research in psychology and behavioral 
treatments for autistic patients. But except for some progress 
in genetics, the biology of autism was virtually unknown, Dol­
metsch says. “It was a little bit shocking that there was very 
little in the way of really good basic research.”

Dolmetsch was in a unique position to do something about 
this gap. “I decided to shift the focus of my lab completely.”

He is among a group of researchers at Stanford 
who are trying to untangle the root causes of 
autism. Some have been in the field for decades; 
others, like Dolmetsch, are newcomers, spurred by 
personal and professional motivations to under­
stand a disorder that affects 1 in every 110 kids.
(The rate is 1 in 70 for boys and 1 in 315 for girls.)

Autism is a spectrum of disorders that share 
three core features—language deficits, social defi­
cits, and repetitive interests and movements. On 
one end of the spectrum are people with Asperger’s 
syndrome, who are socially awkward but who often 
have above-average intelligence. Dolmetsch’s son 
has this diagnosis: He was late to speak and when

A ii 1 ism is a

the need to communicate. They don’t seg why you have to.”
In about 10 percent of cases, autism is secondary to a more 

pervasive genetic disorder, such as fragile-X syndrome or 
another chromosomal abnormality. But the vast majority of 
cases are unexplained, or idiopathic. Awareness about autism 
is at an all-time high, but public discussion has largely been 
dominated by questions such as; What accounts for the rapid 
increase in cases? Or is something in the environment causing 
autism? Though these questions are important (see sidebar), 
Dolmetsch and others at Stanford and elsewhere are trying to 
answer a more fundamental question; What is the underlying 
biology of autism? It’s only by answering this question that
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he did speak, he talked in a stilted and peculiar way—more like 
a little adult than a child; and he has problems socializing. The 
most serious autism cases involve severe mental disabilities 
(about 40 percent of children with autism have IQs below 70) 
and behavioral problems. Between these two extremes, chil­
dren may have normal intelligence but pronounced language 
and social impairments.

J.C. Flores, ’87, has 15-year-old identical twins with autism. 
Lomasi can speak, but she avoids talking and gives mostly one- 
word answers. Marielle can say only a few words and has no 
functional communication system. “They’re sweet and they like 
to hang around people,” Flores says. “But they don’t really feel

they believe they can achieve real breakthroughs—the kinds 
that lead to cures.

One of the biggest challenges is that autism is not one thing; 
It’s a catchall diagnosis that likely includes a host of biologi­
cally distinct disorders. Though children with autism share a 
set of symptoms, these symptoms are quite varied and may 
have many, diverse biological origins. “Autism is incredibly 
heterogeneous. We’ve been lumping everyone together under 
this name autism, and unfortunately it makes it very difficult 
to study the biological features when we are treating multiple 
groups as one,” says Sophia Colamarino, '90, vice president of 
research for Autism Speaks—a science and advocacy group-



and consulting associate professor ot'psychiatry and behav­
ioral science. To get a toehold into the biology, researchers will 
need to identify unique subgroups of autism, she says. Research­
ers across the globe are defining subgroups based on genes, 
molecular pathways, or signatures in the brain and blood.

Another impediment: access to the brain, Scientists can 
slice cancer cells out of a tum or and study them directly, but 
they can’t just scoop cells out ofthe brain. Stanford is on the 
forefront of solving this problem—in fact, Dolmetsch's solu­
tion seems straight out of a science fiction novel,

Although much remains unknown, these efforts are giving 
the world its first glimpses into the biology of autism.

J o a c h im  H a l l m a y e r  describes himself as a 
“grandfather in the field of autism.” He’s been chas­
ing down the genes for the disorder for 20 years, 
beginning as a postdoctoral fellow in genetics at 
Stanford. At that time, the disease was considered 

rare (4 out o f10,000 kids). “I knew in a snap everybody in the Bay 
Area who ever diagnosed a child with autism,” says Hallmayer, 
associate professor of psychiatry and behavioral science.

Hallmayer joined the field because of a parent: Carmen 
Pingree, the mother of an autistic boy in Utah, who approached 
his mentors at Stanford, urging them to study the disease. 
Hallmayer collaborated with Pingree, who used her ties in the 
Mormon community to assemble pedigrees for 146 families 
with multiple cases of autism. It was the largest genetic study 
ofthe disease at the time. The parents of children with autism 
continue to motivate him, he says.

Autism is particularly heartbreaking because it colors 
the most fundamental social bond—that between a parent 
and a child. Even children with milder forms of autism may 
have trouble displaying or returning affection. "Autistic chil­
dren are as emotional as other children; I'm very convinced 
of this. But they don’t show it,” Hallmayer says. “They show 
it in a different way. And it’s a very, very hard learning pro­
cess for most parents.”

Studies of twins have shown that autism has a large genetic 
component, but it’s not all genes. Identical twins have the 
same DNA, but sometimes only one twin gets autism. In other 
cases, as with Flores’s daughters, Lomasi and Marielle, the 
severity of the disorder differs. The genetics are also complex. 
Different genes maybe involved in different people; and, in

T w e n ty  ye a rs  a g o , people diagnosed 
with autism were relatively rare, and 
the public's awareness of the disorder 
was chiefly limited to Hollywood depic­
tions such as that in the 1988 Academy 
Award-winning movie Rain Man. Today, 
many people know a neighbor, friend 
or classmate who is dealing with autism 
—prevalence has risen about twenty­
fold since 1990. But what's behind this 
startling increase? Scientists agree that 
some of it is due to changes in diagno­
sis and awareness, but just how much 
is hotly debated.

“The best papers I've seen suggest 
that there is a genuine increase," Ricar­
do Dolmetsch says. "But it's not as big 
as it seems. A big, big contribution is 
societal awareness and changes in diag­
nostic criteria.”

There have been at least two shifts in 
diagnosis, Dolmetsch says. First, some 
kids who might have once been diag­
nosed as mentally retarded now are rec­

ognized as autistic. Second, children 
with autism display some of the same 
characteristics as those who have atten- 
tion-deficit hyperactivity disorder 
(ADHD). When the diagnosis is ambigu­
ous, doctors in California tend to diag­
nose autism rather than ADHD, because 
the state pays for services (such as 
behavioral therapy) for autism but not 
ADHD, Dolmetsch says.

Moreover, the medical establish­
ment's thinking about what constitutes 
abnormal behavior has shifted, Joachim 
Hallmayer says. “There's no doubt that 
what we diagnose as autism is different 
than what we diagnosed 20 years ago." 
Autism has been on the rise globally, 
but the explosion of cases occurs at dif­
ferent times in different countries, which 
points to a large role for societal aware­
ness, Hallmayer says.

Some of the increase is definitely 
real, though, according to Antonio Har­
dan. He cites two contributors. More pre­

mature babies are surviving, and preemies 
are at high risk of autism (about 10 per­
cent will develop it), and more couples 
are having babies when they're older, 
which increases the risk of genetic errors 
that can lead to autism.

Could something in the environment 
also be a factor? Maybe, the researchers 
say, but there is little scientific evidence to 
back any such claim. Despite widespread 
concerns about a link between pediatric 
vaccinations and autism, vaccines have 
been soundly exonerated, they say.

Paula Gani, '91, says her 4-year-old 
son Marcus, who has a milder form of 
autism, "is one of those kids who would 
not have been diagnosed 20 years ago.” 
But the diagnosis and early intervention 
he's received are likely rewriting his 
future. He made limited eye contact and 
didn't engage socially when he was 
diagnosed two years ago, but "yester­
day, we were going out to pizza with 
another mom and her kid. And he took 
the other little boy's hand and started 
singing 'The more we get together, 
together, together . . . '," she recounts. 
"It's a huge difference."
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any given individual, the disease may arise from changes in 
one gene, changes in several genes, or a combination of genet­
ic and environmental factors. (Though no specific environ­
mental triggers have been identified, researchers are testing 
everything from exposure to heavy metals and pesticides to 
TV watching.) Tackling this complexity requires large studies.

Hallmayer has spearheaded several massive, multisite 
collaborations. He chairs the committee of senior investiga­
tors for the Autism Genome Project, an international con­
sortium of more than 50 universities that has collected data 
on 2,000 families with multiple cases. He also has assembled 
a study of 220 pairs of twins from California in which at least 
one twin has autism.

In the past decade, geneticists have discovered a handful 
of genes that when m utated or missing can cause autism. 
Though rare, these genes have given scientists some of their 
best clues about the disease’s biological underpinnings. “I 
think it’s very exciting, even if it’s rare cases. We can at least get 
a better understanding of one piece of the puzzle and then we 
can branch out from there,” Hallmayer says. For example, sev­
eral of these genes are involved in communication between 
neurons. In a 2010 paper in N ature, Hallmayer and his col­
leagues from the Autism Genome Project greatly expanded 
this list of genes—reporting hundreds of rare genetic events 
that maybe involved in autism.

It’s long been known that about 5 percent of autistic kids have 
a chromosomal abnormality that can be seen under a microscope 
—part of a chromosome is missing, duplicated or in the wrong 
place. Because these changes affect a large number of genes, the 
children often have many problems in addition to autism. What 
wasn't known until recently is that we all have slight imper­
fections in our chromosomes—small regions of DNA that are 
duplicated or deleted. When these stretches of DNA contain 
genes, people can end up with one or three copies of the genes 
instead of the standard two. Technological advances have made 
it possible to detect these “copy-number variants,” or CNVs. 
And it turns out they’re important in autism and some psy­
chiatric disorders. For example, a region of chromosome 16— 
containing about 25 genes, some involved in brain function 
and development—is deleted or duplicated in 1 to 2 percent of 
people with autism (and some with schizophrenia). Scientists

are beginning to study these patients as an autism subgroup.
Hallmayer and his colleagues scanned the genomes of 

thousands of people with autism and 2,000 healthy individu­
als looking for rare CNVs. They found that children with 
autism had more rare CNVs that overlapped genes, including 
genes previously implicated in autism. Some CNVs were 
inherited from a parent, but some arose spontaneously in the 
child, likely due to a genetic error in the sperm or egg. They 
identified disruptions in hundreds of genes that occurred only 
in autism cases, never in controls. Not all of the genes will turn 
out to be relevant to autism, but the ones that are could 
explain maybe 10 to 15 percent of cases, Hallmayer says.

D o lm e ts c h  is s tu d y in g  several subtypes of 
autism defined by genes, including Timothy syn­
drome and the chromosome 16 CNV, using an 
astonishing new tissue model. Essentially, he says, 
“We’re making little pieces of brain in a dish.”

I n 2007, scientists in Japan figured out how to genetically 
reprogram adult cells into pluripotent stem cells—which, like 
embryonic stem cells, can give rise to any other cell type in the 
body. Using this technology, Dolmetsch’s team recreates 
human neural development. They take skin cells from patients 
with autism, turn them into stem cells, and then, using a cock­
tail of proteins, coax these cells to form a neural tube. A neural 
tube is the earliest neural structure to form and later grows 
into the brain at one end and the spinal cord on the other. The 
researchers then take slices of cells from the neural tube and 
direct them to become specific parts of the brain, such as the 
cortex. “It sounds like science fiction. It’s kind of incredible 
this even works,” Dolmetsch says. “Nobody had ever actually 
made neurons from autistic people before.”

Timothy syndrome is caused by a defect in calcium chan­
nels, which play a critical role in electrical activity in the brain 
and heart. Because Timothy patients often have life-threaten­
ing heart arrhythmias, Dolmetsch’s team is also making “little 
pieces of heart."

Sitting in his office on the second floor of the Fairchild Re­
search Building, Dolmetsch shows movies of the hearts on his 
computer. The ball of cells looks like one chamber of a fetal 
heart heating on an ultrasound. Those laboratory hearts —
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developed from the cells of a healthy subject—beat just like 
the real thing, 60 times per minute. When grown from the 
cells of Timothy patients, however, the hearts beat erratically 
-th ey  miss a beat, or have a double beat. Dolmetsch's team has 
already used the models in a practical way: They screened 20 
different drugs that correct heart arrhythmias and found the 
one that works best for Timothy patients. "You can’t give a child 
50 drugs and see which one works, but you can do that with 
these cells,” Dolmetsch says.

He also shows movies of thousands of lab-created neurons 
firing. When given an electric pulse, the blue-colored cells 
light up in a sudden flash of green, like fireworks going off, and 
then they flicker and shimmer in a fallout of electrical activity. 
He is studying these neurons to figure out what is different in the 
autistic brain, starting with Timothy patients. The results so 
far: In addition to abnormal calcium signaling, kids with Tim­
othy syndrome have too many cells that produce the neuro­
transm itters dopamine and norepinephrine. They also have 
too few cells that form long-distance connections and too 
many that form local connections.

"This may help to explain why children with autism often 
have problems integrating lots of different classes of informa­
tion, but they can often perform quite well in one domain,” 
Dolmetsch says. (In other words, the wiring that impairs, say, 
the ability to discern symbolism in Shakespeare, might enable 
an extraordinary ability to memorize a scene from H am let.) 
"This is the first time that anybody has ever seen any cellular 
defects associated with any psychiatric disease, much less 
autism." A group from UC-San Diego also has adopted this 
technology—they recently reported specific defects in neurons 
created from patients with Rett syndrome, another genetic 
anomaly that can cause autism.

Dolmetsch’s team has grown brain cells from 20 patients 
with Timothy syndrome or other known mutations. Their ulti­
mate goal, however, is to grow brain cells from patients with 
autism who have no known genetic defect and then to classify 
these patients according to their cellular and molecular 
defects—such as problems with neural communication or 
problems with calcium channels.

Dolmetsch plans to use these models to screen for trea t­
ments that can reverse or overcome the biological defects. He 
also could use them to screen potential environmental contrib­
utors to autism. Some environmental agents may injure devel­
oping neurons in ways that mimic known genetic hits, he says.

L ike D o lm etsch , Thomas Sudhof was a basic 
biologist working on fundamental questions 
about the brain when he was drawn into autism 
research a few years ago. Sudhof is an expert in 
synapses, the junctions between neurons. He 

played an instrum ental role in working out the molecular 
details of how messages travel across synapses—work for 
which he shared the $1 million Kavli Prize in neuroscience in 
2010. Serendipity brought Sudhof, professor of molecular 
and cellular physiology, to autism research. A num ber of 
autism cases were traced to rare mutations in synapse pro-
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teins, including two that Siidhof discovered in the 1990s— 
neurexins and neuroligins.

These proteins bind to each other across the synapse to 
help neurons connect and communicate; they also are believed 
to play a role in “synaptic plasticity”—changes in the ability of 
the synapse’s chemistry and structure that underlie learning 
and memory. What’s interesting about autism, Siidhof says, is 
that the brain is not globally impaired—for example, kids who 
are unable to speak have normal motor skills. “You really need 
a pretty good brain for that,” he says. Thus, autism is likely due 
to subtle changes in the brain’s wiring, such as how neurons 
connect physically, or how they communicate.

In a 2007 paper in Science, Siidhof and his colleagues 
reported the first mouse model of idiopathic autism. They 
took a mutated form of the neuroligin gene that was discov­
ered in two brothers, one with autism and the other Asperg­
er’s, and inserted it into mice. The mice showed some features 
of both autism and Asperger’s. (They were less inclined to 
hang out with other mice, but faster at learning a water maze.) 
I n 2009, Siidhof engineered mice to have a neurexin deletion 
that, in humans, is associated with 1 in 200 autism cases. The 
mice had increased repetitive behaviors, such as excessive 
self-grooming, but no obvious changes in social behavior. The 
neurons of both sets of mice had altered synaptic signaling.

The mice aren’t a perfect replica of human autism (animal 
models are inherently limited—after all, mice don't have lan­
guage), but they have yielded im portant insights. Sudhof’s 
team has begun testing many other genes that have been 
implicated in autism in mouse models to see if they also affect 
synapse function. “One thing is clear: Anything in the brain 
involves the synapse, so the synapse is a good bet,” he says.

Once you pinpoint molecular pathways that underlie autism, 
such as problems with calcium channels or problems with syn­
apses, then you can develop targeted treatments. Recent advanc­
es in fragile-X syndrome are a perfect example, Colamarino says. 
Patients with fragile-X (about one-third of whom also have 
autism) are missing a protein that helps regulate synaptic func­
tion. Without this protein, there is an excess of synaptic signal­
ing, which scientists believe could lead to intellectual disabili­
ties. Several companies have begun testing drugs that dampen 
the noise. In mice with fragile-X, the drugs can reverse some neu­
rological symptoms. It’s too early to say if the drugs can reverse 
mental disabilities in people with fragile-X, but they have eased 
behavioral symptoms in short-term trials of affected adults.

No one thought it was possible to reverse symptoms of a 
neurodevelopmental disorder in adulthood, Colamarino says. 
“The idea that you can do this has completely reinvigorated 
the field of autism treatment research.”

A t  10 p.m. on a Friday night at the Lucas Center, 
postdoctoral fellow Kari Berquist, doctoral stu­
dent Grace Lee and senior research assistant 
Sweta Patnaik are waiting in a darkened MRI 
control room. The silhouettes on the other side 

of the glass window finally appear motionless. There’s a moment 
of breathless anticipation as the father sneaks away from his 
sleeping son on the MRI table. Then 4-year-old Joshua (patients’ 
names have been changed) wakes up again. They won’t be able 
to get the scan done tonight. The father emerges from the MRI 
room; Joshua, who cannot yet speak, cries, kicks and clings to 
his dad, making bbb and mmm  sounds. Joshua’s mother buck­
les her other son—a healthy Il-month-old who already says

O x y t o c in  I f  th e  hormone that pro­
motes social bonding, so it makes sense 
that defects in oxytocin might play a 
role in some cases Of autism. Karen 
Parker Is exploring whether changes in 
oxytocin levels In the blood or cerebro­
spinal fluid could be a marker of the dis­
order, "My w ork Is thinking about the 
biology of social functioning;” says 
Parker, an assistant professor of psychi­
atry and behavioral sciences. O xytocin 
Is sometimes called the cuddle hormone 
or the love hormone, because It’s 
released during physical contact and 
sex; It also plays a role In social inter­
action, trust and empathy, as well as
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monogamy in certain animals. A  behav­
ioral neuroscientist, Parker studied the 
role of oxytocin in voles and monkeys 
before moving to autism research.

Parker has collected blood from chil­
dren with autism, their healthy siblings 
(who sometimes show more subtle social 
deficits) and normal controls to try  to 
detect differences in their oxytocin levels. 
She also is setting up one of the first stud­
ies In the cerebrospinal fluid (CSF). Stud­
ies in monkeys show that blood oxytocin 
may be normal even when brain levels, 
reflected In the CSF, are low. It's difficult 
to obtain CSF because it requires a spinal 
tap. Her team Is investigating genetic

variation in the oxytocin receptor and 
other genes Involved in the oxytocin 
pathway. If Parker’s and Hardan's studies 
show an oxytocin deficiency, patients 
could receive replacement oxytocin.

It’s promising research because low 
oxytocin is treatable, Parker says. In 
a recent study, when 13 autistic adults 
were given an oxytocin nasal spray 
(which delivers the drug straight to the 
brain), they had significant Improve­
ments In reading social cues and in 
making eye contact. "I think it’s actually 
fascinating that you can apply oxytocin 
once and see these pretty acute social 
changes," Parker says. "Oxytocin is the 
only drug that’s been shown to alter 
social functioning. There's nothing else 
that touches the social deficits.”



" b u b b le ” a n d  “ m a m a ” — i n t o  h is  c a r  s e a t  f o r  t h e  r id e  h o m e .

M R I  m a c h in e s  a r e  n o is y  a n d  r e q u i r e  t h e  p a t ie n t  t o  l ie  p e r ­

f e c t l y  s t i l l  f o r  s e v e r a l  m i n u t e s  a t  a t i m e ,  s o  m o s t  c h i l d r e n — 

e s p e c ia l l y  t h o s e  w i t h  a u t i s m — c a n n o t  t o l e r a t e  t h e m  w h i l e  

a w a k e .  S o  t h e  id e a  is  t o  b r i n g  t h e m  in  a l r e a d y  s le e p in g .  H o w ­

e v e r , th e  n e x t  s tu d y  p a r t i c ip a n t  a ls o  a r r iv e s  a w a k e . B u t  4 - y e a r -  

o ld  P a d m a , w h o  h a s  a u t is m  b u t  is  h ig h - f u n c t io n in g ,  s u rp r is e s  

e v e r y o n e  b y  a g r e e in g  t o  b e  s c a n n e d ,  e n t i c e d  b y  t h e  p r o m is e  

t h a t  s h e  w i l l  g e t  p ic t u r e s  o f  h e r  b r a in .  I t ’s a  p a r t ia l  s u c ce s s : T h e  

t e a m  g e ts  o n e  u s a b le  s c a n  b e f o r e  t h e y  f in a l l y  g iv e  u p  a t  1 1 :3 0  

p .m .  P a d m a  p r o u d ly  t e l ls  t h e  r e s e a r c h e r s  t h a t  s h e  is  g o in g  to  

p o s t  h e r  b r a in  p ic t u r e s  o n  F a c e b o o k .

A n t o n io  H a r d a n  is  s t u d y i n g  t h e s e  b r a i n  p ic t u r e s  lo o k in g  

f o r  s ig n a t u r e s  o f  a u t i s m  a n d  o f  s u b g r o u p s  o f  a u t is m .  U n l i k e  

o t h e r s  o n  c a m p u s  w h o  a r e  w o r k in g  f r o m  th e  g e n e s  u p , H a r d a n  

is  w o r k in g  b a c k w a r d  f r o m  t h e  b r a in  t o  t h e  u n d e r ly in g  b io lo g y .  

H a r d a n ,  w h o  s e e s  p a t ie n t s  in  a d d i t io n  t o  c o n d u c t in g  re s e a rc h ,  

h a s  b e e n  in v o lv e d  w i t h  a u t is m  s in c e  h e  b e g a n  v o lu n t e e r in g  to  

w o r k  w i t h  a u t is t i c  p a t i e n t s  in  m e d i c a l  s c h o o l .  “A n d  2 7  y e a r s  

l a t e r ,  t h a t ’s m y  l i f e  i n  a  w a y ,  m y  r e s e a r c h  l i f e , ” s a y s  H a r d a n ,  

a s s o c ia t e  p r o f e s s o r  o f  p s y c h i a t r y  a n d  b e h a v i o r a l  s c ie n c e .  

“ W h e n  y o u  c o n n e c t  w i t h  s o m e t h in g  e m o t io n a l ly ,  t h e n  t h a t ’s 

w h a t  y o u  w a n t  t o  d o .”

I t ’s lo n g  b e e n  k n o w n  t h a t  c h i l d r e n  w i t h  a u t is m  h a v e  la r g e r -  

t h a n - n o r m a l  b r a in s  e a r l y  i n  t h e i r  d e v e l o p m e n t .  H a r d a n  h a s  

r e f in e d  t h is  o b s e r v a t io n ,  s h o w in g  t h a t  s o m e  ( b u t  n o t  a l l )  c h i l ­

d r e n  w i t h  a u t is m  h a v e  a n  in c r e a s e  in  t h e  th ic k n e s s  o f  t h e  c o r te x  

— t h e  p a r t  o f  t h e  b r a in  r e s p o n s ib le  f o r  c o m p le x  f u n c t io n s  s u c h  

as  la n g u a g e  a n d  s o c ia l b e h a v i o r — t h a t  d is a p p e a r s  as t h e y  g ro w .  

I t  m ig h t  b e  p o s s ib le  t o  l i n k  t h is  b a c k  t o  g e n e t ic s , s a y s  H a r d a n ,  

w h o  f r e q u e n t ly  c o l l a b o r a t e s  w i t h  H a l lm a y e r .  W e  k n o w  s o m e  

o f  t h e  g e n e s  t h a t  c o n t r ib u t e  t o  c o r t ic a l  th ic k n e s s ,  h e  says .

H a r d a n  is  e x p lo r i n g  n e w  b r a in  im a g in g  t e c h n o lo g ie s  t h a t  

o f f e r  a n  u n p r e c e d e n t e d  le v e l  o f  d e t a i l .  F o r  e x a m p le ,  d i f f u s io n  

t e n s o r  im a g in g  ( D T I )  s h o w s  t h e  in d iv id u a l  a x o n s  ( th e  e lo n g a te d  

p a r t s  o f  n e u r o n s )  t h a t  c o n n e c t  d i f f e r e n t  p a r t s  o f  th e  b r a in .  A n d  

M R I  s p e c t r o s c o p y  m e a s u r e s  t h e  le v e ls  o f  s p e c if ic  c h e m ic a ls  in  

v a r io u s  p a r t s  o f  t h e  b r a in .  D T I  s tu d ie s  f r o m  s e v e ra l u n iv e r s it ie s  

s u g g e s t  t h a t  a u t i s t i c  c h i l d r e n  h a v e  a b n o r m a l  lo n g - d is t a n c e  

b r a i n  c o n n e c t i o n s ,  a n  o b s e r v a t i o n  t h a t  d o v e ta i ls  w i t h  D o l -
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m e t s c h ’s s tu d ie s  in  n e u r o n s .  U s in g  M R I  s p e c tro s c o p y , H a r d a n  

a ls o  h a s  d e t e c t e d  s p e c i f ic  c h e m ic a l  im b a la n c e s  in  t h e  b r a in s  

o f  c h i l d r e n  w i t h  a u t is m .  H e ’s lo o k in g  f o r  t r e a t m e n t s  t h a t  c a n  

n o r m a l i z e  t h e s e  im b a la n c e s .

H a r d a n ’s t e a m  is in v o lv e d  in  a b o u t  15 d i f f e r e n t  c l in ic a l  s tu d ­

ie s . W h e n e v e r  p o s s ib le ,  h e  t r i e s  t o  l i n k  t r e a t m e n t  r e s p o n s e s  

t o  c h a n g e s  in  b r a i n  im a g e s  a n d  t o  a  s u b g r o u p  o f  p e o p le  w i t h  

a u t is m .  F o r  e x a m p le ,  J o s h u a  a n d  P a d m a  w e r e  b e in g  r e -s c a n n e d  

a f t e r  t h e y ’d  r e c e iv e d  a  b e h a v io r a l  in t e r v e n t io n  t h a t  c a n  i m p r o v e  

la n g u a g e .  T h e s e  im a g e s  m a y  g iv e  c lu e s  a s  t o  h o w  t h e  t r e a t ­

m e n t  is  w o r k in g  in  t h e  b r a in  a n d  w h a t  s u b g r o u p s  o f  p a t ie n t s  

a r e  l i k e l y  t o  r e s p o n d . H a r d a n  a ls o  is  c o l l a b o r a t in g  w i t h  K a r e n  

P a r k e r ,  w h o  is  lo o k in g  f o r  b io m a r k e r s  o f  a u t is m  in  t h e  b lo o d  

a n d  c e r e b r a o s p in a l  f lu id .  (S e e  s id e b a r ,  p a g e  5 2 . )

T h e  c o m m i t m e n t  o f  p a r e n t s  k e e p s  h im  g o in g , H a r d a n  say s . 

“ I t ’s a m a z in g  w h a t  t h e y  w o u ld  d o  f o r  t h e i r  k id s . M y  a d m i r a t io n  

o f  t h e s e  p a r e n t s  fu e ls  w h a t  I  d o .”

h il e  a u t is m  remains largely a mystery, 
scientists are making inroads, bit by bit.

A s  a  p a r e n t ,  D o lm e t s c h  s a y s  h e ’s b e e n  

v e r y  f o r t u n a t e .  W h e n  fa c e d  w i t h  h is  s o n ’s 

d ia g n o s is ,  t h e r e  w a s  s o m e t h in g  c o n c r e t e  

h e  c o u ld  d o . T h a n k s  i n  p a r t  t o  b e h a v i o r a l  t h e r a p y ,  h is  s o n ,  

n o w  8 ,  is  d o in g  w e l l .  “ H e ’s a t  t h e  e d g e  b e t w e e n  c h a r a c t e r  a n d  

d y s f u n c t i o n .  A n d  s o m e  d a y s  i t ’s v e r y  d y s f u n c t io n a l ;  o t h e r  

d a y s  i t ’s j u s t  c h a r a c t e r . ”

H a v i n g  a  c h i l d  w i t h  a u t is m  h a s  c h a n g e d  t h e  w a y  h e  t h in k s  

a b o u t  s c ie n c e .  “ Y o u  a lw a y s  w a n t  t o  p u b l is h  f in d in g s  t h a t  a r e  

c o r r e c t ,  b u t  t h e  b a r  is  h ig h e r  w h e n  y o u r  o w n  c h i ld  is in v o lv e d ,  

h e  s a y s . “ Y o u  d o n ’t  w a n t  t o  d o  a n y t h i n g  t o  m is le a d  t h e  f i e ld  

w h e n  t h e y  a r e  t r y in g  to  f in d  a  c u r e  f o r  y o u r  k id .”

H e  a ls o  c a r e s  le s s  a b o u t  d o i n g  t h in g s  f i r s t .  “ I  j u s t  w a n t  

s o m e b o d y  t o  d o  i t , ” h e  s ay s . “ I  j u s t  w a n t  s o m e b o d y  t o  c o m e  u p  

w i t h  s o m e  p la u s ib le  b io lo g i c a l  e x p la n a t io n s ,  s o  w e  c a n  c o n ­

v in c e  p e o p le  t h a t  i t ’s w o r t h  d e v e lo p in g  t r e a t m e n t s .” ■

K r i s t i n  S a i n a n i ,  M S  ’ 9 4 ,  P h D  ‘ 0 2 ,  i s  a  f r e e l a n c e  w r i t e r  

a n d  a  c l i n i c a l  a s s i s t a n t  p r o f e s s o r  i n  t h e  d e p a r t m e n t  o f  h e a l t h  

r e s e a r c h  a n d  p o l i c y .

S T A N F O R D  5 3



Centers for Dis e a s e" Control and Prevention

A U T I S M  S P E C T R U M  D I S O R D E R S

T r e a t m e n t

There is no single best treatment for all children with ASDs. However, well-planned, 
structured teaching of specific skills is very important. Some children respond well to 
one type of treatment while others have a negative response or no response at all to the 
same treatment. Before deciding on a treatment program, it is important to talk with the 
child’s health care providers to understand all the risks and benefits.

It is also important to remember that children with ASDs can get sick or injured just like 
children without ASDs. Regular medical and dental exams should be part of a child’s 
treatment plan. Often it is hard to tell if a child’s behavior is related to the ASD or is 
caused by a separate health condition. For instance, head banging could be a symptom 
of the ASD, or it could be a sign that the child is having headaches. In those cases, a 
thorough physical exam is needed. Monitoring healthy development means not only 
paying attention to symptoms related to ASDs, but also to the child’s physical and 
mental health, as well.

E a r l y  I n t e r v e n t i o n  S e r v i c e s

Research shows that early 
intervention treatment services can greatly improve a child’s development.^^ Early 
intervention services help children from birth to 3 years old (3 6  months) learn 
important skills. Services include therapy to help the child talk, walk, and interact with



others. Therefore, it is important to talk to your child’s doctor as soon as possible if you 
think your child has an ASD or other developmental problem.

Even if your child has not been diagnosed with an ASD, he or she may be eligible for 
early intervention treatment services. The Individuals with Disabilities Education Act 
flDEAliffl says that children under the age of 3  years (3 6  months) who are at risk of 
having developmental delays may be eligible for services. These services are provided 
through an early intervention system in your state. Through this system, you can ask for 
an evaluation.

In addition, treatment for particular symptoms, such as speech therapy for language 
delays, often does not need to wait for a formal ASD diagnosis. While early intervention 
is extremely important, intervention at any age can be helpful.

T y p e s  o f  T r e a t m e n t s

The National Institute of Mental Health and the Autism Society of America suggest a list 
of questions parents can ask when planning treatments iff for their child.

There are many different types of treatments available. For example, auditory training, 
discrete trial training, vitamin therapy, anti-yeast therapy, facilitated communication, 
music therapy, occupational therapy, physical therapy, and sensory integration.

The different types of treatments can generally be broken down into the following 
categories:

• Behavior and Communication Approaches

• Dietary Approaches

• Medication

• Complementary and Alternative Medicine

B e h a v i o r  a n d  C o m m u n i c a t i o n  A p p r o a c h e s

According to reports by the American Academy of Pediatrics and the National Research 
Council, behavior and communication approaches that help children with ASDs are 
those that provide structure, direction, and organization for the child in addition to 
family participation.

A pplied Behavior A nalysis (ABA)



A notable treatment approach for 
people with an ASD is called applied behavior analysis (ABA). ABA has become widely 
accepted among health care professionals and used in many schools and treatment 
clinics. ABA encourages positive behaviors and discourages negative behaviors in order 
to improve a variety of skills. The child’s progress is tracked and measured.
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There are different types of ABA. Following are some examples:

• D i s c r e t e  T r i a l  T r a i n i n g  ( D T T )
DTT is a style of teaching that uses a series of trials to teach each step of a desired 
behavior or response. Lessons are broken down into their simplest parts and 
positive reinforcement is used to reward correct answers and behaviors.
Incorrect answers are ignored.

•  E a r l y  I n t e n s i v e  B e h a v i o r a l  I n t e r v e n t i o n  ( E I B I )
This is a type of ABA for very young children with an ASD, usually younger than 
five, and often younger than three.

•  P i v o t a l  R e s p o n s e  T r a i n i n g  ( P R T )
PRT aims to increase a child’s motivation to learn, monitor his own behavior, and 
initiate communication with others. Positive changes in these behaviors should 
have widespread effects on other behaviors.

• V e r b a l  B e h a v i o r  I n t e r v e n t i o n  ( V B I )
VBI is a type of ABA that focuses on teaching verbal skills.

Other therapies that can be part of a complete treatment program for a child with an 
ASD include:

D e v e l o p m e n t a l ,  I n d i v i d u a l  D i f f e r e n c e s ,  R e la t i o n s h i p - B a s e d  A p p r o a c h  
( D I R ;  a ls o  c a l l e d  “ F l o o r t i m e ” )
Floortime focuses on emotional and relational development (feelings, relationships with 
caregivers). It also focuses on how the child deals with sights, sounds, and smells.

T r e a t m e n t  a n d  E d u c a t i o n  o f  A u t i s t i c  a n d  r e l a t e d  C o m m u n i c a t i o n -  
h a n d ic a p p e d  C H i l d r e n  ( T E A C C H )  &>



TEAACH uses visual cues to teach skills. For example, picture cards can help teach a 
child how to get dressed by breaking information down into small steps.

O c c u p a t i o n a l  T h e r a p y
Occupational therapy teaches skills that help the person live as independently as 
possible. Skills might include dressing, eating, bathing, and relating to people.

S e n s o r y  I n t e g r a t i o n  T h e r a p y
Sensory integration therapy helps the person deal with sensory information, like sights, 
sounds, and smells. Sensory integration therapy could help a child who is bothered by 
certain sounds or does not like to be touched.

S p e e c h  T h e r a p y
Speech therapy helps to improve the person’s communication skills. Some people are 
able to learn verbal communication skills. For others, using gestures or picture boards 
is more realistic.

T h e  P i c t u r e  E x c h a n g e  C o m m u n i c a t i o n  S y s t e m  ( P E C S )
PECS uses picture symbols to teach communication skills. The person is taught to use 
picture symbols to ask and answer questions and have a conversation.

Visit the Autism Speaks & or Easter Seals & website to read more about these therapies.

D i e t a r y  A p p r o a c h e s

Some dietary treatments have been developed by reliable therapists. But many of these 
treatments do not have the scientific support needed for widespread recommendation. 
An unproven treatment might help one child, but may not help another.



Many biomedical interventions call for changes in diet. Such changes include removing 
certain types of foods from a child’s diet and using vitamin or mineral supplements. 
Dietary treatments are based on the idea that food allergies or lack of vitamins and 
minerals cause symptoms of ASDs. Some parents feel that dietary changes make a 
difference in how their child acts or feels.

If you are thinking about changing your child’s diet, talk to the doctor first. Or talk with 
a nutritionist to be sure your child is getting important vitamins and minerals.

M e d i c a t i o n

There are no medications that can cure ASDs or even treat the main symptoms. But 
there are medications that can help some people with related symptoms. For example, 
medication might help manage high energy levels, inability to focus, depression, or 
seizures. Also, the U.S. Food and Drug Administration approved the use of 
risperidone (an antipsychotic drug) to treat 5 - to 16-year-old children with ASDs who 
have severe tantrums, aggression, and cause self-injury.

To learn more about medications and ASDs go to National Institute of Mental Health 
autism website. &1

C o m p l e m e n t a r y  a n d  A l t e r n a t i v e  T r e a t m e n t s

To relieve the symptoms of ASDs, some parents and health care professionals use 
treatments that are outside of what is typically recommended by the pediatrician. These 
types of treatments are known as complementary and alternative treatments (CAM). 
They might include special diets, chelation (a treatment to remove heavy metals like 
lead from the body), biologicals (e.g., secretin), or body-based systems (like deep 
pressure).[3]

These types of treatments are very controversial. Current research shows that as many 
as one third of parents of children with an ASD may have tried complementary or 
alternative medicine treatments, and up to 10% may be using a potentially dangerous 
treatment.^] Before starting such a treatment, check it out carefully, and talk to your 
child’s doctor.

A d d i t i o n a l  T r e a t m e n t  R e s o u r c e s

The National Institute on Deafness and Other Communication Disorders £> has a website 
to help individuals with an ASD who have communication challenges.



The National Institute of Dental and Craniofacial Research $  has a website to help 
health professionals with the oral health care needs of patients with an ASD.

Clinical Trials. Gov iff lists federally funded clinical trials that are looking for participants. 
If you or someone you know would like to take part in an autism study, go to the website 
and search “autism.”

The Autism Treatment Networks  (ATN) seeks to create standards of medical treatment 
that will be made broadly available to physicians, researchers, parents, policy makers, 
and others who want to improve the care of individuals with autism. ATN is also 
developing a shared national medical database to record the results of treatments and 
studies at any of their five established regional treatment centers.
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1. Handleman, J.S., Harris, S., eds. Preschool Education Programs for Children 
with Autism (2 nd ed). Austin, TX: Pro-Ed. 2 0 0 0 .

2 . National Research Council. Educating Children with Autism. Washington, DC: 
National Academy Press, 2 0 0 1 .

3 . Gupta, Vidya Bhushan. Complementary and Alternative Medicine. New York 
Medical College and Columbia University, 2 0 0 4 . Pediatric Habilitation, volume 
12 .

4 . Levy, S. Complementary and Alternative Medicine Among Children Recently 
Diagnosed with Autistic Spectrum Disorder; Journal of Developmental and 
Behavioral Pediatrics, December 2 0 0 3 ; vol 2 4 : pp 4 1 8 -4 2 3 . News release, Health 
Behavior News Service.



L e a r n  t h e  S i g n s .  A c t  E a r l y .
State of Alaska > Health & Social Services > Autism Awareness

Overview of Autism Spectrum Disorders
•  Autism spectrum disorders are a group of developmental disabilities that can cause social, 

communication and behavioral challenges for affected children and adults. Autism’s effects vary 
person to person, so these challenges can be mild or significant.

•  About 1 percent of all babies born in Alaska each year will develop an autism spectrum disorder, 
according to C DC  nationwide estimates. In other words, about 11,000 Alaskans will be born this year, 
and 110 of them will be diagnosed with an autism disorder by the age of eight.

•  In 2008, more than 600 children were receiving services related to an autism diagnosis in Alaska 
schools.

•  Current research indicates that autism spectrum disorders are present at birth and last throughout a 
person’s life, although symptoms can improve over time. Some children with autism disorders show 
hints of future problems within the first few months of life. In others, symptoms might not develop until 
24  months or later. In still others, the children may develop normally until 18 months or 24 months, and 
then they stop gaining new skills or they lose the skills they once had.

A  p e r s o n  w i t h  a n  a u t is m  s p e c t r u m  d is o r d e r  m a y  e x h ib i t  s o m e  o r  a l l  o f  th e  
f o l lo w in g :

•  Not respond to his or her name by 12 months old
•  Not point at objects to show interest by 14 months old (such as pointing at an airplane flying overhead)
•  Not play “pretend” games by 18 months old (such as pretend to feed a doll)
•  Avoid eye contact and want to be alone
•  Have trouble understanding other people’s feelings or talking about his or her own feelings
•  Have delayed speech and/or language skills
•  Repeat words or phrases over and over (often called “echolalia”)
•  Give unrelated answers to questions
•  G et upset by minor changes
•  Have obsessive interests
•  Flap hands, rock his or her body or spin in circles
•  Have unusual reactions to the way things sound, smell, taste, look or feel



Types of Autism Spectrum Disorders
There are three types of autism spectrum disorders:

A u t is t ic  D is o r d e r

This is sometimes called “classic” autism. It is what most people think of when hearing the word “autism”. 
People with autistic disorder usually have significant language delays, social and communication challenges, 
and unusual behaviors and interests. Many people with autistic disorder also have intellectual disability.

A s p e r g e r  S y n d r o m e

People with Asperger syndrome usually have milder symptoms of autistic disorder. They might have social 
challenges and unusual behaviors and interests. However, they typically do not have problems with language 
or intellectual disability.

P e r v a s iv e  D e v e lo p m e n t a l  D is o r d e r  -  N o t  O t h e r w is e  S p e c i f ie d

This is sometimes called “atypical autism,” or PD D-NO S. People who meet some of the criteria for autistic 
disorder or Asperger syndrome, but not all, may be diagnosed with atypical autism. These people usually have 
fewer and milder symptoms than those with autistic disorder. The symptoms might cause only social and 
communication challenges



P UAA Center for 
Human Development

U n i v e r s i t y  o f  A l a s k a  A n c h o r a g e

W orkforce Developm ent fo r Serving Young  Children w ith  Autism

Background

For the last 2 years, the UAA Center for Human Development has operated a program to prepare 

professionals wishing to serve as Autism Specialists. This role is one that plans and provides direct service, trains 

staff and parents, and oversees services on several levels. Those services may include evidence-based ABA 

interventions covered under the proposed Autism Insurance legislation. Nationally, the “credential of choice” for 

this post-Master’s role is called BCBA, or Board Certified Behavior Analyst. An American Psychological 

Association (APA) division, named Applied Behavior Analysis, International, created a structure to provide 

guidance, oversight and national certification of graduate-level professionals. Their certification body, the 

Behavioral Analysis Certification Board (http://www.bacb.com/) sets training standards, accredits graduate and 

undergraduate programs (for associate level behavior analysis at the bachelors or paraprofessional level), 

administers national testing, and maintains state registries of programs and professionals. Currently, we partner with 

two state universities (Northern Arizona University and University of Kansas) to provide training for professionals. 

We also work with the UAA Department of Psychology to meet paraprofessional workforce needs.

Typically an individual who has earned BCBA national credentialing also has a Masters or Ph.D. in 

Psychology, Special Education, Social Work or Speech/Language Pathology. For most, it is a 2-3 year process with 

1 year of the program of study associated with didactic coursework and 2 years needed for clinical field work. It is 

not the only way to be proficient in serving children with autism, or with use of Applied Behavior Analysis (e.g., the 

graduate program in Special Education at UAA has 2-3 related courses in their program), but has become the 

standard, especially for states that have Autism Waiver programs. BAC Board then also sets standards for and 

provides certificates for undergraduate level “associate” behavior analysts (BCABA).

Current workforce status in Alaska

Two years ago, there was but one Alaskan BCBA professional. She did not provide direct service but 

worked only as a Special Education administrator for Fairbanks-North Star Borough Schools. We now have 5 

certified Alaskan BCBAs. This number is down 1 from a high of 6, with one BCBA-MSW from South Central 

Foundation recently leaving the state with her husband’s military re-assignment. Two BCBA businesses now exist 

in Alaska to provide this service for young children. Recently the Fairbanks BCBA resigned her position with the 

district and began a business providing Autism treatment services in her community. A second, new BCBA 

professional in the Anchorage area currently works with military families, serving 19 children with autism, billing 

through Tri-Care. Besides having a Masters in Special Education, she is the parent of a young teen with Autism. 

While there are NO standards for the size of the caseload for each BCBA when working with young children with 

autism, several state Autism Waiver programs suggest a caseload of 1 BCBA specialist for every 10 children served.

2 7 0 2  G a m b e ll S tree t, Ste. 1 03  •  A n c h o ra g e , A la s k a  9 9 5 0 3  
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They plan and provide direct services with the child, train staff, and provide oversight of their services. Typically 

most of the direct services are provided by the entry level BCABA

Then, there are a total of 17 Alaska professionals engaged in graduate BCBA training. Three are doing 

so independent of the service CHD provides. They will be sitting for their exam within 9 months. Fourteen BCBA 

students across Cohort 1 and 2 are supported by our state/Trust funding. Seven students in Cohort 1 will be sitting 

for the national exam within 1 year. The other seven began their program this last January. While a BCBA student is 

engaged in the required 1500 hr clinical experience and is working under the supervision of a credentialed BCBA, 

they can engage in direct service and be paid. Several of the staff working with the Tri-Care funded program are 

in fact also members of our Cohort 1 or 2.

There are 3 BCABAs known to be working in the state and 3 more paraprofessionals in training via 

distance delivered programs. All six currently work serving children and adults with autism in a direct service 

capacity. Many more are needed. We are very actively working with the UAA Department of Psychology, to obtain 

UA approval of a new Autism Occupational Endorsement (OE) that is also part of the junior-senior year course 

offering for typical majors. This OE will then also fulfill these same BCABA standards with the Department and 

CHD also looking at meeting national BCABA accreditation. We are hoping for this program to pass UA OE review 

Fall 2011, with initial implementation Spring 2012. Once this 4 semester program becomes operational, it will result 

in 15 individuals earning the Autism OE annually, with l/3rd being non-degreed (five OE only) and 2/3rd doing so as 

part of their Psychology major (15 bachelor’s level).

Finally, we have taken steps to link the BCBAs (credentialed or students) to services and together as part of 

a statewide organization. Earlier this year, a group of 35 individuals met to discuss and frame the mission of such a 

group. Most in attendance were practicing BCBAs/BCABAs or graduate students in Cohort 1 or 2. We anticipate 

using this network for several key functions, including serving as a vehicle to link service requests to practitioners.
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AUTISM SPEAKS
It’s time to listen.

T h e  F isc a l Im p a c t o f A u tism  I n s u r a n c e  R efo rm

Recognizing the importance of early intervention for Autism Spectrum Disorders (ASD), 29 states have 
enacted autism insurance reform laws. Each of these states require that health insurance cover 
medically necessary treatment for ASD including behavioral health treatments such as Applied 
Behavior Analysis (ABA).

In order to determine the fiscal impact of autism insurance reform, Autism Speaks is collecting claims 
data from states where such laws apply to members of the state employee health plan and have been 
in effect for at least one year.

In te r p re tiv e  S u m m a ry

1. Autism insurance reform laws have been in effect for at least one year in 15 states. Twelve of these 
states require coverage for members of their state employee health plan. The terms of coverage 
vary and are detailed in Appendix 1.

2. Claims data has been requested from all 12 states. Data has been received from 6 states and is 
presented in Appendix 2.

3. Claims data is available from the first year of implementation in 5 states (i.e., SC, IL, FL, AZ and KY). 
The first year costs of coverage range from $0.09 per member per month (PMPM) to $0.30 PMPM. 
The average first year cost of coverage is $0.15 PMPM. (Table 1)

4. Claims data is available from the second year of implementation in 5 states (i.e., SC, IL, LA, FL and 
AZ). The second year costs of coverage range from $0.10 PMPM to $0.43 PMPM. The average 
second year cost of coverage is $0.31 PMPM. (Table 2)

5. Minnesota has not enacted autism insurance reform. However as a result of a settlement of litigation 
against Blue Cross and Blue Shield of Minnesota, they have been required to cover unlimited 
treatment for ASD since 2001. After 6 years, the premium impact on the commercial market 
resulting from unlimited coverage for ASD was $0.83 PMPM. (BCBS Minnesota)

6. Fiscal notes were prepared for the legislatures in 5 of the states where we have been able to obtain 
claims data. These cost projections were prepared for fiscal or calendar years that correspond to 
available claims data in 3 states. Fiscal projections overestimated the actual cost of autism 
insurance reform by 293% to 1,261%. (Table 3)

1990 K Street NW | Washington, DC 20006 | P: 508.785.4074 | F: 508 934.7981 | www.AutismSpeaks.org

http://www.AutismSpeaks.org


Table 1. Year One Costs

Y ear of 

c o v e r a g e

N u m b er o f 

C o v ere d  

L ives

T otal

C laim s
PMPM c o s t

S o u th  C aro lin a 1 371 ,384 $856 ,369 $0.19
Illinois 1 171,979 $ 187 ,684 $0.09
F lo rid a 1 382 ,083 $390 ,724 $0 .09
A riz o n a 1 130,000 $473 ,818 $0 .30
K e n tu c k y 1 240 ,000 $278 ,922 $0.10

A v e ra g e  firs t y e a r  c o s t $ 0 .1 5

Table 2. Year Two Costs

Y ear of 

c o v e r a g e

N u m b er o f 

C o v e re d  

L ives

T otal

C laim s
PMPM c o s t

S o u th  C aro lin a 2 397 ,757 $2 ,042 ,39 4 $0 .43
Illinois 2 170,790 $197 ,290 $0 .10
L o u is ia n a 2 149,477 $722 ,828 $0 .40
F lo rid a 2 386 ,203 $1 ,748 ,849 $0.38
A rizo n a 2 130,000 $388 ,662 $0 .25

A v e ra g e  s e c o n d  y e a r  c o s t $ 0 .3 1

Table 3. Projected versus Actual Costs

Y ear of 

c o v e ra g e
T o tal C laim s

F isc a l N o te  fro m  

S ta te  L e g is la tu re

D ifferen c e  in 

p ro je c te d  v e r s u s  

a c tu a l c o s t

S o u th  C a ro lin a
1 $856 ,369 $10 ,59 0 ,0 00 1,237%
2 $2 ,042 ,394 $10 ,59 0 ,0 00 519%

L o u isia n a
2 $722,828 $2 ,118 ,30 7 2 9 3 %

2 $722 ,828 $2 ,686 ,796 372%

A riz o n a

1 $473 ,818 $2 ,500 ,000 528%
1 $473 ,818 $4 ,900 ,00 0 1,034%
2 $388 ,662 $2 ,500 ,00 0 643%
2 $388 ,662 $4 ,900 ,00 0 1 ,2 6 1 %

December 6, 2011



Appendix 1. Terms of Coverage

Bill
Number Statute Date

Enacted
Date

Implemented
Term s of 
Coverage

Applicable to 
SEHP?

Indiana HB 1122 Indiana Code 
27-8-14.2 5/3/01 5/3/01 unlimited YES

Texas
HB 1919 6/15/07 1/1/08 unlimited 

age 0-6
NO

HB 451 6/19/09 1/1/10 unlimited 
age 0-10

South Carolina S 20 6/7/07 7/1/08 $50,000* 
age 0-16 YES

Illinois SB 934 Public Law 
095-1005 12/13/08 12/12/08 $36,000/yr 

age 0-21 YES

Louisiana HB 958 Act 648 7/2/08 1/1/09 $36,000/yr 
age 0-17 YES

Florida SB 2654 Florida Statute 
S. 627.6686 5/2/08 4/1/09 $36,000/yr 

age 0-19 YES

New Mexico SB 39 4/2/09 6/19/09 $36,000/yr 
age 0-21 NO

Arizona SB 1263 A.R.S. § 20-181 
A.R.S. §20- 182 3/21/08 7/1/09

$50,000/yr* 
age 0-8 

$25,000/yr* 
age 9-16

YES

Pennsylvania HB 1150 7/9/08 7/1/09 $36,000/yr 
age 0-21 YES

Wisconsin AB 75
sec. 3197 W. 
on page 596 

of Act 28
10/19/09 11/1/09

$50,000 
for 4 yrs; 
$25,000 

thereafter
YES

Connecticut SB 301 Public Act 
09-115 6/9/09 1/1/10

$50,000/yr* 
age 0-9 

$35,000/yr* 
age 9-12 

$25,000/yr* 
age 13-14

YES

Montana SB 234 5/5/09 1/1/10
$50,000/yr 

age 0-8 
$20,000/yr 
age 9-18

YES

New Jersey S 1651 8/13/09 2/9/10 $36,000/yr* 
age 0-21 YES

Kentucky HB 159 4/14/10 5/14/10
$50,000/yr 

age 0-7 
$1,000/mo 
age 7-21

YES

Colorado SB 09-244 C.R.S.
10-16-104 6/2/09 7/1/10

$34,000/yr* 
age 0-8 

$12,000/yr* 
age 9-19

NO



Appendix 2. Claims Data

Date
Implemented

Terms of 
Coverage

Date of 
Claims 

Data
Year

Number
of

Covered
Lives

Total 
Claimants 
with ASD 
Diagnosis

Total Claims PMPM
cost Source Fiscal Note from 

State Legislature

South Carolina 7/1/08 $50,000* 
age 0-16

CY 2009 1 371,384 60 $856,369 $0.19
APS Healthcare

$10,590,000 per year

South Carolina Budaet 
and Control BoardCY 2010 2 397,757 80 $2,042,394 $0.43

Illinois 12/12/08 $36,000/yr 
age 0-21

CY 2009 1 171,979 2,420 (?) $187,684 $0.09 Illinois 
Department of 
Healthcare and 
Family Services

NA
CY 2010 2 170,790 3,314 (?) $197,290 $0.10

Louisiana 1/1/09 $36,000/yr 
age 0-17

CY 2009 1 NA N A NA NA Louisiana 
Office of Group 

Benefits

$2,118,307- 
$2,686,796 
(FY 10-11)

Fiscal Office
CY 2010 2 149,477 386 $722,828 $0.40

Florida 4/1/09 $36,000/yr 
age 0-19

07/01/2009 - 
06/30/2010 1 382,083 372 $390,724 $0.09 Florida 

Department of 
Management 

Services

“difficult to assess”
The Professional Staff of 
the Florida Banking and 

Insurance Committee

07/01/2010- 
06/30/2011 2 386,203 511 $1,748,849 $0.38

Arizona 7/1/09
$50,000/yr* 

age 0-8 
$25,000/yr* 

age 9-16

07/01/2009 - 
06/30/2010

1 130,000 257 $473,818 $0.30 Arizona 
Department of 
Administration

$2.5 - $4.9 million 
(FY 2010)

Jorgensen/Zylla for 
Arizona Leaislature

07/01/2010-
06/30/2011 2 130,000 187 $388,662 $0.25

Kentucky 5/14/10
$50,000/yr 

age 0-7 
$1,000/mo 
age 7-21

May 2010- 
April 2011 1 240,000 NA $278,922 $0.10

Kentucky 
Department of 

Employee 
Insurance

$4,000,000 
(FY 2012)

Kentucky Leaislative 
Research Commisssion

* monetary cap applies only to  Applied Behavior Analysis Prepared by Autism Speaks December 6, 2011
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The Centers for Disease Control and Prevention (CDC) estimate that an average of one in 110 children have an autism spectrum disorder 
(ASD). More children than ever before are being classified as having autism spectrum disorders. The CDC estimates that up to 
730.000 people between the ages of 0 and 21 have an ASD.

There is no cure for autism, but it is a treatable condition. Most health professionals agree that early 
intervention treatment programs are important. Treatment options may include behavioral and educational 
interventions, complementary and alternative medicine, dietary changes or medications to manage or relieve 
the symptoms of autism. These treatments may be costly. Some families may spend more than $50,000 per 
year on autism-related therapies, such as applied behavior analysis. A study in 2006 by the Harvard School of 
Public Health estimated that it costs $3.2 million to take care of an individual with autism over his or her lifetime 
and that it costs society an estimated $35 billion each year to care for all individuals with autism.
Some states require insurers to provide coverage for the treatment of autism. However, opponents to this 
approach argue that care for individuals with autism is the responsibility of parents and/or the responsibility of 
school systems. Others have raised concerns that mandating coverage for autism will significantly increase 
insurance premiums. According to the Council for Affordable Health Insurance, an autism mandate increases the 
cost of health insurance by about 1 percent. However, if the incidence of autism continues to increase and as 
more services are covered, the cost of insurance may increase 1 to 3 percent. This debate has intensified in 
recent years and states are taking a variety of approaches to meet the needs of children and adults with 
autism.
A total of 34 states and the District of Columbia have laws related to autism and insurance coverage. At least 
29 states—Arizona, Arkansas, California, Colorado, Connecticut, Florida, Illinois, Indiana, Iowa, Kansas,
Kentucky, Louisiana, Maine, Massachusetts, Missouri, Montana, Nevada, New Hampshire, New Jersey, New 
Mexico, New York, Pennsylvania, Rhode Island, South Carolina, Texas, Vermont, Virginia, West Virginia and 
Wisconsin—specifically require insurers to provide coverage for the treatment of autism. Other states may 
require limited coverage for autism under mental health coverage or other laws.
In the past few years, the debate over autism and insurance coverage has heated up in state legislatures. Most 
ofthe legislation to provide coverage for autism has been enacted in the last four years.

. During the 2007-2008 legislative session, nine states passed legislation related to autism and insurance 
coverage. Arizona, Florida, Illinois, Louisiana, Pennsylvania, South Carolina and Texas enacted legislation 
specifically requiring coverage for autism. In addition, Massachusetts enacted legislation in 2008 to specify 
that autism shall be covered under mental health parity laws on a nondiscriminatory basis. Connecticut 
enacted legislation in 2008 that requires insurers to provide coverage for physical, speech and occupational 
therapy services for the treatment of autism spectrum disorders to the extent that such services are a covered benefit for other 
diseases and conditions under such policy. A summary of this legislation is included in the two tables below.

. In 2009, Colorado, Connecticut, Montana, Nevada, New Jersey, New Mexico and Wisconsin enacted legislation requiring insurance 
coverage for autism. Illinois enacted legislation requiring insurance coverage for habilitative services for children with a congenital or 
genetic disorder, including autism.

. In 2010, Iowa, Kansas, Kentucky, Maine, Massachusetts, Missouri, New Hampshire and Vermont enacted legislation requiring 
insurance coverage for autism. In addition, in April 2010, Oklahoma enacted legislation to specify that health insurance policies must 
provide the same coverage and benefits to children who have been diagnosed with autism as children who have not been diagnosed 
with the disorder.

. In 2011, Arkansas, California, New York, Rhode Island, Virginia, and West Virginia enacted legislation requiring insurance coverage for 
autism spectrum disorders.
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Arizona Ariz. Rev. Stat. Ann. § 20-826.04. 5 20-1057.11. § 20-1402.03 and § 20-1404.03 (2008 Ariz. Sess. Laws. ChaD. 4: HB 2847 of 20081
Require policies issued by certain health insurers, beginning July 1, 2009, to provide coverage for the diagnosis and 
treatment of autism spectrum disorders, with some limitations. Coverage for autism treatment may not be excluded or 
denied and dollar limits, deductibles and coinsurance cannot be imposed based solely on the diagnosis of an autism 
spectrum disorder. Coverage for medically necessary behavioral therapy services may not be excluded or denied and is 
subject to a $50,000 maximum benefit per year for an eligible person up to the age of 9 and a $25,000 maximum benefit 
per year for an eligible person who is between the ages of 9 and 16 years.

Arkansas 2011 Ark. Acts. Act 196 (HB 1315 of 20111
Requires health benefit plans to provide coverage for the diagnosis and treatment of autism spectrum disorders. 
Treatment is defined to include applied behavior analysis, pharmacy care, psychiatric care, psychological care, 
therapeutic care, necessary equipment to provide evidence-based treatment, and any care that is determined by a 
licensed physician to be medically necessary and evidence-based. Applied behavioral analysis is limited to $50,000 
annually and to children under 18 years of age. Coverage is not subject to any limits on the number of visits an 
individual may make to an autism services provider. The law specifies that on or after January 1, 2014, to the extent 
that these provisions require benefits that exceed the essential health benefits specified under the federal Patient 
Protection and Affordable Care Act, the benefits that exceed the essential health benefits shall not be required of a health 
benefit plan when the plan is offered by a health care insurer in the state through the state medical exchange.

California Cal. Insurance Code 5 10144.5
Requires every policy of disability insurance that covers hospital, medical, or surgical expenses in the state to provide 
coverage for the diagnosis and medically necessary treatment of severe mental illnesses, including pervasive 
developmental disorder or autism, for a person of any age under the same terms and conditions applied to other medical 
conditions.
Cal. Insurance Code 5 10144.51 and § 10144.52 (2011 Cal. Stats., Chap. 650; SB 946)
Require every health insurance policy to provide coverage for behavioral health treatment for pervasive developmental 
disorder. The law also specifies that this provision does not require any benefits to be provided that exceed the essential 
health benefits required by the federal Patient Protection and Affordable Care Act.
Cal. Health and Safetv Code 6 1374.72
Requires every health care service plan to provide coverage for the diagnosis and medically necessary treatment of 
severe mental illness, including pervasive developmental disorder or autism, of a person of any age under the same 
terms and conditions applied to other medical conditions.
Cal. Health and Safetv Code § 1374.73 (2011 Cal. Stats.. Chap. 650: SB 9461
Requires every health care service plan contract that provides hospital, medical or surgical coverage to provide coverage 
for behavioral health treatment for pervasive developmental disorder or autism. The law specifies that this provision does 
not require any benefits that exceed the essential health benefits required by the federal Patient Protection and 
Affordable Care Act.

Colorado Colo. Rev. Stat. 5 10-16-104 (1.31(al. § 10-16-104 (1.41 and § 25.-5-8-107 (aKIVl (2009 Colo.. Sess. Laws. ChaD. 391: SB 244 of 2009.
Fiscal Note. Commission on Mandated Health Insurance Benefits Review of SB 244)
Require that all health benefit plans provide coverage for the assessment, diagnosis and treatment of autism spectrum 
disorders for a child. Treatment for autism spectrum disorders is defined to include treatments that are medically 
necessary, appropriate, effective or efficient and shall include evaluation and assessment services; behavior training and 
management and applied behavior analysis; habilitative or rehabilitative care, including occupational, physical or speech 
therapy; pharmacy care and medication; psychiatric care; psychological care; and therapeutic care.
Colo. Rev. Stat. §10-16-104.5 (1993 Colo., Sess. Laws, Chap. 211, amended by 2009 Colo.. Sess. Laws. ChaD. 391: SB 244 of
20091
Specified sickness and accident insurance policies providing indemnity for disability due to sickness and specified 
individual policies that provide coverage for autism shall provide such coverage in the same manner as for any other 
accident or sickness, other than mental illness, otherwise covered under such policy.

Connecticut Conn. Gen. Stat. § 38a-514b (2009 Conn. Acts. P.A. 115: SB 301 of 2009. Summa™. Fiscal Note: 2011 Conn. Acts, P.A. 11-4. HB 6278
of 20111
Requires specified group health insurance policies to provide coverage for the diagnosis and treatment of autism 
spectrum disorder. Treatments must be medically necessary and identified and ordered by a licensed physician, 
psychologist or clinical social worker in accordance with a treatment plan. Treatments may include behavioral therapy,
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prescription drugs, psychiatric services, psychological services, physical therapy, speech and language pathology services 
and occupational therapy. Coverage for behavioral therapy may be limited to $50,000 per year for a child who is less 
than nine years of age, $35,000 for a child who is at least nine years of age and less than 13 years of age, and $25,000 
for a child who is at least 13 years of age and less than 15 years of age. The policy may not impose limits on the 
number of visits to an autism services provider. This law reoealed the orevious version of 5 38a-514b 12008 Conn. Acts, 
P.A. 132: HB 5696, Fiscal Note). which SDecified that arouD health insurance Dolicies must provide coveraae for physical, 
speech and occupational therapy services for the treatment of autism spectrum disorders to the extent such services are 
a covered benefit for other diseases and conditions.
Conn. Gen Stat. § 38a-488b 12008 Conn. Act. P.A. 132: HB 5696. Fiscal Note: 2011 Conn. Acts. P.A. 11-4. HB6278 of 20111
Requires individual health insurance policies to provide coverage for physical, speech, and occupational therapy services 
for the treatment of autism spectrum disorder, as defined by the American Psychiatric Association's "Diagnostic and 
Statistical Manual of Mental Disorders (DSM)," to the extent such services are a covered benefit for other diseases and 
conditions.

Florida Fla. Stat. § 627.6686 and 5 641.31098 12008 Fla. Laws. ChaD. 30: SB 2654 of 2008. Bill Analyses)
Requires health insurance plans and health maintenance contracts to provide coverage to eligible individuals for well- 
baby and well-child screening for diagnosing the presence of autism spectrum disorders, treatment of autism spectrum 
disorders through speech, occupational and physical therapy and applied behavior analysis. Coverage is limited to 
treatment that is prescribed by the insured's treating physician in accordance with a treatment plan and is limited to 
$36,000 annual and may not exceed $200,000 in total lifetime benefits.

Illinois III. Rev. Stat. ch. 215. § 5/3562.14 et sea. 12008 III. Laws. P.A. 95-1005. SB 934 of 2008: and 2009 III. Laws. P.A. 95-1049. SB 101 of
2008)
Requires all individual and group accident and health insurance or managed care plans to provide coverage for the 
diagnosis and treatment of autism spectrum disorders for individuals less than 21 years of age. Coverage is to include 
applied behavioral analysis and other treatments with a maximum benefit of $36,000 per year. The law was amended in 
2009 bv 2009 III. Laws. P.A. 95-1049 fSB 101 of 20081 to reauire insurance coveraae for habilitative services for children 
less than 19 years of age with a congenital, genetic or early acquired disorder, including autism spectrum 
disorders. Habilitative services includes occupational therapy, physical therapy, speech therapy and other services 
prescribed by the insured's treating physician pursuant to a treatment plan to enhance the ability of a child to function 
with a congenital, genetic or early acquired disorder.
► For more information. Dlease see Illinois' fact sheet on insurance coveraae for autism. October 2009.

Indiana Ind. Code 6 27-8-14.2-1 et sea. and 5 27-13-7-14.7 fHB 1122 of 2001: Fiscal ImDact Statement)
Requires an accident and sickness insurance policy that is issued on a group basis and a group contract with a health 
maintenance organization to provide coverage for the treatment of a pervasive developmental disorder. Coverage is 
limited to treatment that is prescribed by the insured's treating physician in accordance with a treatment plan. An insurer 
may not deny or refuse to issue coverage, or otherwise terminate or restrict coverage on an individual under an 
insurance policy solely because the individual is diagnosed with a pervasive developmental disorder. An insurer that 
issues an accident and sickness insurance policy on an individual basis or a health maintenance organization that enters 
into an individual contract that provides basic health care services must offer to provide coverage for the treatment of a 
pervasive developmental disorder of an enrollee.
► For additional information about the law. Dlease visit the Indiana Resource Center for Autism's webDaae.

Iowa Iowa House File 2531 of 2010 fFiscal Analysis)
Requires state employee health care plans to provide coverage for the diagnosis and treatment of autism spectrum 
disorders for individuals under 21 years of age. Treatment is defined as pharmacy care, psychiatric care, psychological 
care, rehabilitative care and therapeutic care. The law also establishes a $36,000 annual maximum benefit on coverage 
for children with autism spectrum disorder. The coverage plan cannot limit the number of visits to an autism service 
provider for treatment. Coverage must be provided in coordination with requirements established in Iowa Code §
514c.22.
Iowa Code 5 514C.22 12005 Iowa Acts. Chap. 91: HF 420 of 2005)
Requires specified insurers to provide coverage benefits for treatment of a biologically based mental illness, including 
pervasive developmental disorders and autistic disorders.

Kansas Kan. Stat. Ann. 6 75-6524 12010 Kan. Sess. Laws. ChaD. 120 :HB 2160 of 2010: SuDDlemental Note)
Requires state employee health insurance plans to provide coverage for the diagnosis and treatment of autism spectrum 
disorder for any covered individual up to 19 years old. Covered services are defined to include applied behavioral analysis 
and evidence-based services. The annual benefit cap for children up to age 7 is $36,000 and for children at least 7 years 
old and up to age 19, the annual cap is $27,000. The law also requires the state employees' health care commissioner to 
submit a report to the legislature that includes information on the impact of the mandated coverage for autism spectrum 
disorder on the state health care benefits program, data on the utilization of coverage and the cost of providing such 
coverage, and recommendations for whether such coverage should continue.

Kan. State. Ann. § 40-2,105a fHB 2214 of 2009: HB 2033 of 2001)
The law was amended in 2009 bv Kan, Sess. Laws. ChaD. 136 to reauire anv arouD health insurance Dolicv. medical service
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plan, contract, hospital service corporation contract, hospital and medical service corporation contract, fraternal benefit 
society or health maintenance organization, which provides medical, surgical or hospital expense coverage to include 
coverage for the diagnosis and treatment of mental illness. The law re-defines mental illness to include any disorder 
defined in the DSM-IV.

Kentucky Kv. Rev. Stat. 5 319C f2010 Kv. Acts. Chao. 150: HB 159 of 2010)
Requires large group health benefit plans to provide coverage for the diagnosis and treatment of autism spectrum 
disorders for individuals between the ages of one through 21 years of age. For individuals between the ages of one 
through their seventh birthday, the maximum annual benefit amount is $50,000, and the maximum benefit for 
individuals between the ages of seven through 21 is $1,000 per month. Coverage may not be subject to any limits on 
the number of visits an individual may make to an autism services provider. Treatment of autism spectrum disorders is 
defined to include medical care, pharmacy care (if covered by the plan), psychiatric care, psychological care, therapeutic 
care, applied behavior analvsis, and rehabilitative and habilitative care. This law also amends Kv. Rev. Stat. § 304.17A-143 
(1998 Kv. Acts. Chao. 106: SB 63 of 19981. to require individual and small oroup market health benefit plans to provide 
coverage for pharmacy care (if covered by the plan), psychiatric care, psychological care, applied behavioral analysis, 
and habilitative care for the treatment of autism spectrum disorders, in addition to the law's existing coverage 
for therapeutic and rehabilitative care. The law increases the maximum benefit per month from $500 to $1000. 
Additional definitions related to this law are included in Kentucky Reaulations 806 KAR 17:460. The law also amends Ky. Rev. 
Stat. 6 18A.225 to require state employee health benefit plans to provide coveraqe for the diaanosis and treatment of 
autism spectrum disorder consistent with the requirement for coverage under large group health benefit plans.

Louisiana La. Rev. Stat. Ann. § 22:1050 (7008 La. Acts. P.A. 648: HB 958 of 2008: Fiscal Notel
Requires health insurance policies, including health maintenance organizations, to provide coverage for the diagnosis and 
treatment of autism spectrum disorders in individuals less than 17 years of age. Coverage is subject to a maximum 
benefit of $36,000 per year and a lifetime maximum benefit of $140,000. Treatment of autism spectrum disorders is 
defined to include habilitative or rehabilitative care (including applied behavior analysis), pharmacy, psychiatric, 
psychological and therapeutic care.
2009 House Bill 406 amended the statute fLa. Acts. P.A. 4191 to exclude individually, underwritten, auaranteed renewable 
limited benefit health insurance policies from the provisions in this law.

Maine Me. Rev. Stat. Ann. Tit. 24-A § 2766 f2010 Me. Laws. Chap. 635: LD 1198: SB 446 of 2010: Fiscal Note)
Requires all individual health insurance policies and contracts, group health insurance policies, and all individual and 
group health maintenance organization contracts to provide coverage for the diagnosis and treatment of autism spectrum 
disorders for individuals five years of age and under. Treatment is defined as habilitative or rehabilitative care, applied 
behavior analysis, counseling services and therapy services, including speech, occupational and physical therapy. The 
policy or contract may limit coverage for applied behavior analysis to $36,000 per year, and the insurance policy or 
contract may not include any limits on the number of visits. The law also requires the Department of Professional and 
Financial Regulation, Bureau of Insurance to review and evaluate the financial and social impact and medical efficacy of 
this mandated health insurance benefit, and submit a report to the Legislature by February 1, 2015.
Me. Rev. Stat. Ann. tit. 24 § 2325-A: tit. 24-A § 2749-C. § 2843 and 5 4234-A
Requires specified group contracts to provide, at a minimum, benefits for a person receiving medical treatment for 
specified mental illnesses, including pervasive developmental disorders. Other specified individual and group insurance 
contracts or policies must make available benefits for the treatment and diagnosis of specified mental illnesses, including 
pervasive developmental disorder or autism, under terms and conditions that are no less extensive than the benefits 
provided for medical treatment for physical illnesses.

2009 Me. Acts, ChaD. 33 (SB 226 of 20091
Requires the Department of Health and Human Services to amend the rules of reimbursement for the provision of 
supervisory services by board-certified behavior analysts in the MaineCare programs for home and community benefits 
for persons with mental retardation or autistic disorders, developmental and behavioral clinical services, day habilitation 
services for persons with mental retardation, early intervention services, community support benefits for persons with 
mental retardation or autistic disorders, day treatment services, intermediate care facilities for persons with mental 
retardation and school-based rehabilitative services. The law also requires the Department of Health and Human Services 
to pursue amendment to the federally approved Medicaid state plan on a timely basis and, after approval, amend the 
MaineCare rules to provide for reimbursement of board-certified behavior analysts for supervision only.

Massachusetts Mass. Gen. Laws Ann. ch. IV 5 32A-25 (2010 Mass. Acts. ChaD. 207: HB 4935 of 20101
Requires specified individual, group and state employee health plans and health maintenance contracts to provide 
benefits on a nondiscriminatory basis for the diagnosis and treatment of autism spectrum disorder. Treatment is defined 
to include habilitative or rehabilitative, pharmacy, psychiatric, psychological and therapeutic care. The health plan may 
not contain an annual or lifetime dollar or unit of service limitation on coverage for autism which is less than the 
limitations imposed on coverage for physical conditions. The plan may not limit the number of visits an individual may 
make to an autism services provider. The law allows for exemptions from providing coverage under certain 
circumstances.
Mass. Gen. Laws Ann. ch. IV 6 32A-22 (2008 Mass. Acts, Chap. 256; HB 44231
Requires an individual policy and a group blanket or general policy of accident and sickness insurance or a health
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maintenance contract that provides hospital and surgical insurance to provide mental health benefits on a 
nondiscriminatory basis for the diagnosis and treatment of specified biologically-based mental disorders, including 
autism. Requires the group insurance commission to provide to any active or retired employee of the commonwealth who 
is insured under the group insurance commission coverage on a nondiscriminatory basis for the diagnosis of treatment of 
specified biologically-based mental disorders, including autism.

Missouri Mo. Rev. Stat. 5 337.300 et sea. and 5 376.1224 fHB 1311 of 2010: Fiscal Note!
Requires all group health benefit plans to provide coverage for the diagnosis and treatment of autism spectrum disorders. 
Coverage is limited to medically necessary treatment that is ordered by the insured's treating physician or psychologist, 
in accordance with a treatment plan. Treatment for autism spectrum disorder is defined to include psychiatric, 
psychological, habilitative or rehabilitative care, applied behavior analysis, therapeutic care and pharmacy care. Coverage 
for applied behavior analysis is subject to a maximum benefit of $40,000 per year for individuals through 18 years of 
age. However, this limit may be exceeded, with approval by the health benefit plan, if the applied behavior analysis 
services are medically necessary for an individual. The health benefit plan may not place limits on the number of visits an 
individual makes to an autism service provider. The law requires the department of insurance and other institutions to 
submit a report to the legislature regarding the implementation of this coverage, including specified costs of this 
coverage.

Montana Mont. Code Ann. S 33-22-515 12009 Mont. Laws. ChaD. 359. SB 234 of 2009. Fiscal Note!
Requires specified disability policies, certificates of insurance and membership contracts to provide coverage for the 
diagnosis and treatment of autism spectrum disorders for a covered child 18 years of age or younger. Coverage must 
include habilitative or rehabilitative care, medications, psychiatric or psychological care, therapeutic care and other 
specified care. Coverage for treatment of autism spectrum disorders may be limited to a maximum benefit for $50,000 
per year for a child 8 years of age and younger and to $20,000 per year for a child 9 years of age through 19 years of 
age.
Mont. Code Ann. § 33-22-706
Requires a policy or certificate for health insurance or disability insurance to provide a level of benefits for the necessary 
care and treatment of severe mental illness, including autism, that is no less favorable than that level provided for other 
physical illness generally. Benefits for treatment of severe mental illness include but are not limited to inpatient services, 
outpatient services, rehabilitative services, medication and other specified treatments. The law was amended in 2009 by 
Mont. Laws, Chapter 359 to specify that coverage for a child with autism who is 18 years of age or younger must comply 
with § 33-22-515.

Nevada Nev. Rev. Stat. 5 689A.0435 12009 Nev. Stats.. ChaD. 331. AB 162 of 2009. Health and Human Services Fiscal Note 1 Public EmDlovees1
Benefits Proaram Fiscal Note!
Requires an individual health benefit plan to provide the option of coverage for screening, diagnosis, and treatment of 
autism spectrum disorders for persons covered by the policy under the age of 18, or if enrolled in high school, until the 
person reaches the age of 22. Requires health insurance for small employers and group and blank health insurance 
benefit plans and health care plans issued by a health maintenance organization to provide coverage for screening, 
diagnosis and treatment of autism spectrum disorders to persons covered by the policy of group health insurance under 
the age of 18, or if enrolled in high school until the person reaches the age of 22. Treatment of autism spectrum 
disorders must be identified in a treatment plan and may include medically necessary habilitative or rehabilitative care, 
prescription care, psychiatric care, psychological care or behavior therapy.

New
Hampshire

N.H. Rev. Stat. Ann. § 417-E:2 12010 N.H. Laws, ChaD. 363: HB 569 of 20101
Clarifies and defines treatment of pervasive developmental disorder or autism, as required under N.H. Rev. Stat. Ann. § 
417-E:1, to include professional services and treatment programs, including applied behavioral analysis, prescribed 
pharmaceuticals (subject to the terms and conditions of the policy), direct or consultative services provided by specified 
licensed professionals, and services provided by licensed speech, occupation or physical therapists. The policy, contract 
or certificate may limit coverage for applied behavior analysis to $36,000 per year for children 0 to 12 years of age, and 
$27,000 from ages 13 to 21.
N.H. Rev. Stat. Ann. 6 417-E:1
Requires specified insurers that provide benefits for disease or sickness to provide benefits for treatment and diagnosis of 
certain biologically-based mental illness, including pervasive developmental disorder or autism, under the same terms 
and conditions and which are no less extensive than coverage provided for any other type of health care for physical 
illness.

New Jersey N.J. Rev. Stat. § 17:48-6ii. § 17:48A-7ff. 5 17:48E-35.33. 5 17B:26-2.1cc. § 17B:27-46.1ii, § 17B:27A-7.16. § 17B:27A-19.20. 5 26:2J-
4.34. 5 52:14-17.29d and 5 52:14-17.46.6b 12009 N.J. Laws. ChaD. 115. AB 2238 of 20091
Require specified health insurance policies and health benefit plans to provide coverage for expenses incurred in 
screening and diagnosing autism or another developmental disability. When the covered person's primary diagnosis is 
autism or another developmental disability, coverage must be provided for expenses incurred for medically necessary 
occupational therapy, physical therapy, and speech therapy, as prescribed through a treatment plan. When the covered 
person is under 21 years of age and the person's primary diagnosis is autism, coverage must be provided for expenses 
incurred for medically necessary behavioral interventions based on the principles of applied behavioral analysis and 
related programs, as prescribed through a treatment plan.
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N.J. Rev. Stat. § 17:48-6v. § 17:48A-7u. 5 17:48E-35.20, § 17B:26-2.1s. § 17B:27-46.1v. 6 17B:27A-7.5. 5 17B:27A-19.7 and § 26:2J-4.20
Require specified insurers that provide hospital or medical expense benefits to provide coverage for biologically-based 
mental illness, including pervasive developmental disorder or autism, under the same terms and conditions as provided 
for any other sickness under contract.

New Mexico N.M. Stat. Ann. § 59A-22-49, § 59A-23-7.9. 5 59A-46-50 and 5 59A-47-45 C2009 N.M. Laws, Chap. 74, SB 39 of 2009. Fiscal ImDact
ReDortl
Requires specified insurance policies, health care plans, certificates of health insurance or contracts to provide coverage 
to an eligible individual who is 19 years of age or younger, or an individual who is 22 years of age or younger and is 
enrolled in high school for well-baby and well-child screening for diagnosing the presence of autism spectrum disorder 
and the treatment of autism spectrum disorder through speech therapy, occupational therapy, physical therapy and 
applied behavioral analysis. Coverage is limited to $36,000 annually and shall not exceed $200,000 in total lifetime 
benefits.

New York N.Y. Insurance Law 6 3216. 5 3221 and 5 4303
Require specified policies and contracts that provide coverage for hospital or surgical coverage to not exclude coverage 
for the screening, diagnosis and treatment of medical conditions otherwise covered by the policy solely because the 
treatment is Drovided to diaanose or treat autism SDectrum disorder. The law was amended bv 2011 N.Y. Laws. ChaD. 595 
(AB 6305) to also require every policy which provides physician services, medical, major medical or similar 
comprehensive-type coverage to provide coverage for the screening, diagnosis and treatment of autism spectrum 
disorder. The law prohibits any limitations on visits that are solely applied to the treatment of autism spectrum disorder. 
Treatment of autism spectrum disorder is defined to include behavioral health treatments, psychiatric care, psychological 
care, medical care. theraDeutic care and SDecified Dharmacv care. 2011 N.Y. Laws. ChaD. 596 fSB 58451 amended these 
provisions to specify that coverage for applied behavior analysis is subject to a maximum benefit of $45,000 per year.

Pennsylvania Pa. Cons. Stat. tit. 40. § 764h CPa. Laws. Act 2008-62: HB 1150 of 2008: Mandated Benefits Review by the Pennsylvania Health Care
Cost Containment Council: Autism Spectrum Disorders Mandated Benefits Review Panel Report bv Abt Associates Inc.: 
Pennsylvania Deoartment of Public Welfare "Where to Get Help with PA's Autism Insurance Law" webDaael 
Requires a health insurance policy or government program to provide coverage for individuals less than 21 years of age 
for the diagnostic assessment and treatment of autism spectrum disorders. Maximum benefit of $36,000 per year.

Rhode Island R.I. Gen. Laws 5 27-20.11-1 et sea. 12011 R.I. Pub. Laws, ChaD. 159. HB 5275 and 2011 R.I. Pub. Laws. ChaD. 175. SB 1071
Require specified contracts and policies to provide coverage for autism spectrum disorder. Benefits include coverage for 
applied behavior analysis, physical therapy, speech therapy and occupational therapy services for the treatment of 
autism spectrum disorder and apply until the covered individual reaches age 15. Coverage for applied behavior analysis 
is limited to $32,000 per year.

South
Carolina

S.C. Code Ann. § 38-71-280 (7007 S.C. Acts. Act 65: SB 20 of 2007: Fiscal Impact Statement!
Requires a health insurance plan to provide coverage for the treatment of autism spectrum disorders. Coverage is limited 
to treatment that is prescribed by the insured's treating medical doctor in accordance with a treatment plan. To be 
eligible for coverage, an individual must be diagnosed with autism spectrum disorder at age eight or younger and be less 
than 16 years of age.

Texas Tex. Insurance Code 6 1355.015 12007 Tex. Gen. Laws, Chap. 877; HB 1919 of 2007:. Fiscal Note!
Requires a health benefit plan to provide coverage for all generally recognized services prescribed in relation to autism 
spectrum disorder by the enrollee's primary care physician in the treatment plan recommended by the physician. The law 
defines "generally recognized services" to include applied behavior analysis; speech, occupational and physical therapy; 
medications or nutritional supplements; and other treatments. This coverage may be subject to annual deductibles, 
copayments and coinsurance that are consistent with annual deductibles, copayments and coinsurance required for other 
coveraae under the health benefit Dlan. 2009 Tex. Gen. Laws. ChaD. 1107 CHouse Bill 4511 amended the law to SDecifv 
that a health benefit plan must provide coverage to an enrollee who is diagnosed with autism spectrum disorder from the 
date of diagnosis until the enrollee completes nine years of age. The law previously required coverage to an enrollee 
older than two years of age and younger than six years of age.

Vermont Vt. Stat. Ann. Tit. 8 § 4088i f2010 Vt. Acts. Act 127: SB 262 of 2010: Vermont Leaislative Joint Fiscal Office Analysisl
Requires health insurance plans to provide coverage for the diagnosis and treatment of autism spectrum disorders, 
including applied behavior analysis for children beginning at 18 months of age and continuing until the child reaches age 
six or enters first grade, whichever occurs first. Treatment of autism spectrum disorders is defined to include habilitative 
or rehabilitative care, pharmacy care, psychiatric care, psychological care and therapeutic care. A plan may not limit the 
number of visits an individual may have with an autism services provider. The law requires specified agencies to evaluate! 
the feasibility and budget impacts of requiring health insurance plans, including Medicaid and the Vermont health access 
plan, to provide coverage for autism spectrum disorders for children under the age of 18.

Virginia 2011 Va. Act. Chao. 876 and 2011 Va. Act. ChaD. 878 fHB 2467 of 2011. SB 1062 of 20111
Requires health insurers, health care subscription plans and health maintenance organizations to provide coverage for 1 
the diagnosis and treatment of autism spectrum disorders in individuals from age two to six. The requirement applies to 
the state employees' health insurance plan and to the local choice heaith program; and does not apply to an insurer, 
corporation, or health maintenance organization, or to government employee programs, if the costs associated with
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coverage exceed one percent of premiums charged over the experience period. Treatment is defined to include 
behavioral health treatment, pharmacy care, psychiatric care, psychological care, therapeutic care and applied behavior 
analysis. Coverage is limited to an annual maximum benefit of $35,000 for applied behavior analysis unless the insurer 
elects to provide coverage in a greater amount. Coverage is not subject to any visit limits. As of January 1, 2014, to the 
extent that these required benefits exceed the essential health benefits specified under the federal Patient Protection and 
Affordable Care Act, the specific benefits that exceed the essential health benefits are not required of qualified health 
plans that are offered in the state by a health carrier through a health benefit exchange.
Va. Code 6 38.2-3412.1:01 (1999 Va. Acts. Chap. 941: SB 4301
Requires specified insurers that provide coverage for health care services to provide coverage for biologically based 
mental illnesses, including autism.
Va. Code 5 2.2-2818 and 5 2.2-2818.2 (2009 Va. Acts. ChaD. 317. SB 1351. Fiscal ImDact Statement: 2009 Va. Acts. ChaD. 247. HB
2557. Fiscal ImDact Statement!
Require the Department of Human Resource Management to establish a plan for providing health insurance coverage for 
state employees and retired state employees. The plan is required to include coverage for biologically based mental 
illness, including autism.

West Virginia 2011 W. Va. Act, ChaD. 13 (HB 2693 of 2011: Children's Health Insurance Proaram fiscal note: DeDartment of Health and Human 
Resources fiscal note: Insurance Commission fiscal note: Public Health Insurance Aaencv (PEIA1 fiscal note!
Requires specified health insurers, including the state's Children's Health Insurance Program (CHIP), to provide coverage 
for the diagnosis and treatment of autism spectrum disorders in individuals from the age of 18 months through 18 
years. To be eligible for coverage, the individual must be diagnosed with autism spectrum disorder at age 8 or 
younger. Coverage includes treatments that are medically necessary and ordered or prescribed by a licensed physician or 
licensed psychologist, including but not limited to, applied behavioral analysis. The annual maximum benefit for applied 
behavioral analysis is $30,000 per year for the first three years after treatment commences, and $2,000 per month after 
three years.

Wisconsin Wis. Stat. 5 632.895(12m! and Wis. Stat. S 609.87 (Assemblv Bill 75 of 2009: 2009 Wis. Laws. Act 28!
Requires specified disability insurance policies and self-insured health plans to provide coverage for treatment for autism 
spectrum disorder if the treatment is prescribed by a physician, including specified therapies. The statute defines 
intensive-level and nonintensive-level services. The law was amended in 2010 bv Wis. Laws. Act 282 (SB 6671 to create 
Wis. Stat. 5 632.895 (12ml (bl 3m. which adds behavior analysts licensed under 5 440.312 to the list of Drofessionals aualified 
to provide intensive-level and nonintensive-level services.
Wis. Stat. 6 51.01(5al
Defines autism as a developmental disability. Admin. Code. Insurance Commissioner 6.54(31(al et sea. SDecifies that no 
insurance company may refuse, cancel or deny insurance coverage solely on the basis of the applicant's or insured's 
physical condition or developmental disability.
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District of 
Columbia

D.C. Code Ann. 5 31-3271 and 5 31-3272 (2007 D.C. Stat., Act 16-0493: B16-711 of 20071
Defines habilitative services as occupational, physical and speech therapy for the treatment of a child with a congenital or 
genetic birth defect to enhance the child's ability to function. Congenital or genetic birth defect is defined as a defect 
existing at or from birth, including a hereditary defect; includes autism or an autism spectrum disorder. Requires health 
insurers to provide habilitative services for children less than 21 years of age. The coverage shall not be more restrictive 
than coverage provided for any other illness, condition or disorder. A health insurer shall not be required to provide 
reimbursement for habilitative services delivered through early intervention or school services.

Georgia Ga. Code 5 33-24-59.10 (HB 565 of 20011
An insurer that provides benefits for neurological disorders shall not deny providing benefits for neurological disorders 
because of a diagnosis of autism.

Maryland Md. Insurance Code Ann. § 15-835 (2002 Md. Laws. ChaD. 382: HB 6921
Requires insurers, nonprofit health service plans and health maintenance organizations to provide coverage of habilitative 
services for children less than 19 years of age. Habilitative services include occupational, physical and speech therapy for 
the treatment of a child with a congenital or genetic birth defect to enhance the child's ability to function. The definition of 
congenital or genetic birth defect includes autism spectrum disorder.

Oklahoma 2010 Okla. Sess. Laws. ChaD. 166 (SB 2045 of 20101
Requires all individual and group health insurance policies that provide medical and surgical benefits to provide the same 
coverage and benefits to any individual under the age of 18 years who has been diagnosed with an autistic disorder as it 
would provide coverage and benefits to an individual who has not been diagnosed with an autistic disorder.
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Oregon Or. Rev. Stat. § 743A.190 12007 Or. Laws. ChaD. 872: HB 29181
Requires specified health benefit plans to provide coverage for an enrolled child less than 18 years of age who is diagnosed 
with a pervasive developmental disorder or autism all medical services, including medical and rehabilitative services, that 
are medically necessary and are otherwise covered under the plan. Rehabilitative services include physical, occupational or 
speech therapy services to restore or improve function.

Tennessee Tenn. Code Ann. 5 56-7-2367 12006 Tenn. Pub. Acts. Chap. 894; SB 27191
Defines autism spectrum disorder as a neurological disorder. Requires that contracts and policies that provide benefits for 
neurological disorders to provide benefits and coverage for treatment of children less than 12 years of age with autism.

Sources: Health Insurance Mandates in the States 2009. The Council for Affordable Health Insurance; The National Association of Insurance 
Commissioners, 2006; State Autism Profiles. Easter Seals, 2008; The National Conference of State Legislatures, 2012.
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©2012 National Conference of State Legislatures. All Rights Reserved.
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Jeremiah W. (Jaij) N  ixon
Governor
State ol Missouri

Department of Insurance 
Financial Institutions 

and Professional Registration 
John M  Huff, Director

Feb, 1,2012

The Honorable Jeremiah W. (Jay) Nixon, Governor 
State Capital Building 
Room 216
Jefferson City, Missouri 65101

Re. Report to General Assembly pursuant to 376.1224 RSMo, regarding the impact of Autism /
ABA coverage mandates on the insurance marketplace

Dear Governor Nixon:

The Department of Insurance, Financial Institutions & Professional Registration (DIFP) has 
completed a report assessing the impact on the insurance marketplace of recent requirements that 
health insurers provide coverage for the treatment of autism, including applied behavior analysis 
(ABA). Pursuant to 376.1224, the D IFP issued a data call from all insurers providing
comprehensive health insurance subject to the mandate for claims experience during 2011. Among 
the findings:

^  Insurers incurred claims equal to $4.3 million for the treatment of autism, of which 
$1.1 million was directed to ABA therapies. These amounts represent 0.1 percent 
and 0.02 percent of total claim costs incurred by health insurers during 2011, and are 
consistent with initial D IFP projections.

P  Nearly 4,000 individuals diagnosed with autism received treatment covered by their 
insurer, a figure that amounts to 1 in every 350 insureds.

P For each individual diagnosed with an ASD that received treatment during 2011, the 
average monthly cost was $143, of which $35 consisted of ABA therapies.

P By year-end, all individuals insured through the small and large group markets had 
the mandated coverage. Only one-third of persons insured in the individual market 
had such coverage. In total, nearly 1.6 million individuals either have the coverage or 
have the option of purchasing it as an endorsement for an additional premium.

^  The mandate was effective for all policies issued or renewed after January 1, 2011. 
By year-end, the infrastructure necessary to deliver services for autism was still 
growing. One example is the licensure of behavior analysts. The first licenses were 
issued in Missouri in December, 2010. By the end o f June, 85 licenses had been 
issued, increasing to 120 by mid-January, 2012. An additional 24 persons obtained 
assistant behavior analyst licenses mid-January.
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Now that medical delivery systems are more fully developed, it is expected that the benefits 
of the mandate will be more fully realized over the course of the new year. While costs are expected 
to increase somewhat as a result, no credible evidence suggests that they will exceed 0.2 — 0.5 
percent of claim costs, and a smaller percentage of premiums. Given the low costs of autism 
treatment as a percent of all claims costs, the autism mandate is expected to have minimal impact of 
health insurance premiums. However, because the D IFP has no authority over health insurance 
rates and does not receive rate filings, a more exact assessment of the rate impact cannot be 
provided.

The D IFP continues to monitor insurance carriers to ensure full compliance with relevant 
statutes, and will continue to monitor market trends in response to the autism mandate. Additional 
detail can be found in the full report.

Sincerely,

John M. Huff



A n n u a l  R e p o r t  

t o  t h e  

M i s s o u r i  L e g i s l a t u r e

I n s u r a n c e  C o v e r a g e  
f o r  A u t is m  T r e a t m e n t  &  

A p p lie d  B e h a v io r  A n a l y s i s

S t a t i s t i c s  S e c t i o n  

J a n .  3 1 ,  2 0 1 2

J e re m ia h  W. (J a y ) Nixon

G o vern o r

D IF P

Department o f  Insurance, 
Financial Institutions & 
Professional Registration

John M. Huff

Director



Table of Contents
Summary of Key Findings 1
Background 3
History of House Bill 1311 and the ABA Mandate 4
Coverage 5
Treatment Rates 7
Licensure 9
Claim Costs 10
Other Department Activities 12
Bibliography 15

Table of Tables
Percent of Member Months With Coverage for Autism 6
Coverage in the Individual Market 7
Prevalence of Covered Treatment of Autism 8
Applied Behavior Analyst Licensure in Missouri 10
Autism-Related Claim Costs in 2011 11
Autism Treatment as a Percent of All Claims 11
Claims Costs for Autism Per Member Per Month, for Policies With Autism 
Coverage

11

Average Monthly Costs Per Individual Treated for Autism 12



The efficacy of behavioral interventions for the treatment of Autism Spectrum Disorders 
(ASDs) has been well established in the scientific literature. Over the past several decades, intensive 
early behavioral therapy has been shown to increase IQ, language skills, academic performance and 
sociality. In turn, improved cognitive and social functioning resulting from such treatment has been 
shown to reduce long-term medical and other costs. However, while Missouri’s mental health parity 
statute (§376.1550 RSMo.) has been in effect since 2005, many behavioral therapies proven to 
effectively treat ASDs have in the past been routinely excluded from health insurance coverage.

House Bill 1311, signed into law by Governor Jay Nixon on June 10, 2010, mandated health 
insurance coverage for medically efficacious treatments for ASDs. All group policies issued or 
renewed after January 1, 2011 were required to cover medically necessary treatments for autism. All 
policies issued in the individual market were required to offer such coverage as an optional benefit. 
In addition, the law requires coverage for applied behavior analysis (ABA) for individuals up to 18 
years of age. Required coverage for ABA was initially capped at $40,000 per year, to be adjusted for 
inflation each year thereafter. The cap currently stands at $41,263.

To assess the impact of the mandate on the health insurance market, the Department of 
Insurance, Financial Institutions & Professional Registration (DIFP) obtained data from all insurers 
that had comprehensive health insurance in force subject to the autism mandate. These data 
indicate that the mandate has succeeded in broadly extending coverage to autistic individuals during 
its first year, and is expected to expand access to medically efficacious treatments to Missouri’s 
autistic population in the future.

Summary of Key Findings

The data reflect the fact that 2011 was a transitional year during which much of the 
infrastructure necessary to deliver the mandated benefits was developed. By the second half of the 
year clinics had acquired the staff and other capacities to begin treatments pursuant to the mandate, 
insurance coverage became effective, and patients began to receive treatment.

1. Coverage By year-end, all insureds in the small and large group market were covered for 
the mandated benefits, including ABA therapy. A much lower proportion, about one-third, received 
similar coverage in the individual market, including individually-underwritten association coverage. 
A few large providers of individual insurance extended autism coverage to all of their insureds. 
However, Missouri statute only requires autism benefits as an optional coverage in the individual 
market, and most insurers do not provide it as a standard benefit.

1



2. N um ber im pacted Nearly 4,000 individuals received treatment covered by insurance for 
an ASD at some point during 2011. This amounts to 1 in every 350 insureds, a figure in line with 
estimates in the scientific literature of treatment rates.1

3. Licensure The first licenses for applied behavior analysis were issued in Missouri in 
December, 2010. As of January 20, 2012, 120 individuals held an applied behavior analyst license, 
and an additional 24 persons obtained assistant behavior analyst licenses.

4. Claim paym ents Claims costs incurred for autism services during 2011 amounted to 
$4.3 million, of which nearly $1.1 million was directed to ABA services. These amounts represent 
0.1 percent and 0.02 percent of total claims incurred during this period, consistent with initial 
projections produced by the D IFP.2 For each member month of autism coverage, total autism- 
related claims amounted to $0.25, while the cost of ABA treatment amounted $0.06.

5. Average Monthly Cost of Treatm ent -  For each individual diagnosed with an ASD 
that received treatment at some point during 2011, the average monthly cost of treatment across all 
market segments was $143, of which $35 consisted of ABA therapies. The average, of course, 
includes individuals with minimal treatment as well as individuals whose treatments very likely cost 
much more.

6. M edical infrastructure Anecdotal evidence indicates that fully operational ABA 
programs were not widely available during the first half of 2011. Among the many requisites for 
such a program are the negotiation of contracts and reimbursement rates, the development of billing 
systems, and the hiring of trained and licensed staff. Correspondence with several clinics indicates 
that ABA operations began in full between July and September.

7. Im pact on prem ium s While claims costs are expected to grow somewhat in the future, 
it seems very unlikely that costs for autism treatment will have an appreciable impact on insurance 
premiums. However, because the D IFP has no authority over health insurance rates and does not 
receive rate filings, a more exact assessment of the impact of the mandate on rates cannot be 
provided.

1 W hile the C D C  estim ates that the prevalence o f  autism  is betw een 1 /1 0 0  and 1/150 , autism  presents w ith a high 
degree o f  variability. N o t all such individuals will benefit from , o r seek, treatm ent specifically targeted at the ASD.

2 T he D IF P  estim ated th a t the  m andate w ould p roduce additional treatm ent costs o f  betw een 0.2 percen t and 0.8 
percent. T h e  analytical assum ptions associated w ith the low er-end o f  the  estim ate range appear to  be validated by the 
claims data p resen ted  in this report.
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B a c k g r o u n d

The term Autism Spectrum Disorder (ASD) encompasses a variety of related 
neurobiological developmental disorders that can present with varying degrees of impairment. 
Beyond classic autism, the term ASD includes Asperger’s Syndrome, Rett’s Syndrome, Childhood 
Disintegrative Disorder, and Pervasive Developmental Disorder. Generally, autism and related 
conditions are associated with deficits in communicative skills and capacity for social interaction and 
reciprocity, restricted repetitive behavioral patterns and sometimes severe cognitive and perceptual 
dysfunction.

The etiology of ASDs is not currently well understood, although studies have associated the 
disorder with anomalies in the structures of the brain related to facial recognition and emotional 
response (Mosconi, et. al., 2009) and with abnormalities associated with neurotransmitters and 
synapses (Wittenmayer, et. al., 2009). Left untreated, severe cases may require life-long care.

While there is no cure, the success of behavioral therapies in improving cognitive, linguistic 
and social functioning has been convincingly demonstrated in controlled studies. Behavioral 
interventions have led to robust improvements in IQ, behavioral adaptation, and a reduction in 
other symptoms associated with ASDs. Remington et. al. (2007) found that early intensive 
behavioral intervention led to dramatic increases in intelligence, language, daily living skills and 
positive social behavior compared to a control group that received “treatment as usual.” Similar 
results were obtained by Cohen, Amerine-Dickens and Smith (2006), who found that a community- 
based behavioral treatment program resulted in significantly higher IQ scores and adaptive behavior 
scores. Nearly one-third of the children receiving behavioral treatment were able to transition into a 
regular educational setting without additional assistance, and 11 others did so with assistance, 
compared to only 1 in the control group.

There appears to be a strong consensus within the literature regarding the efficacy of 
behavioral treatments for autism in a variety of settings (see also Eikeseth, Smith, Jahr and Eldevik, 
2002 and 2006; Howard, et. al. 2005; Sallows and Graupner, 2005). A good overview of clinical 
practice related to behavioral interventions can be found in Scott and Johnson (2007). Summarizing 
the large body of research, the Surgeon General reported as early as 1999 that “Among the many 
methods available for treatment and education of people with autism, applied behavior analysis 
(ABA) has become widely accepted as an effective treatment. Thirty years of research demonstrated 
the efficacy of applied behavioral methods in reducing inappropriate behavior and increasing 
communication, learning, and appropriate social behavior” (US Department of Health and Human 
Services, 1999).
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H istory of H B  1311 and the ABA mandate

Prior to the passage of HB 1311 in 2010, Missouri enacted a mental health parity statute that 
became effective in 2005 (§376.1550). The purpose of this statute was to ensure that health insurers 
offered mental health benefits in a manner consistent with the provision of services for physical 
health: “A health benefit plan shall provide coverage for treatment of a mental health condition and 
shall not establish any rate, term, or condition that places a greater financial burden on an insured 
for access to treatment for a mental health condition than for access to treatment for a physical 
health condition” (§376.1550.1(2)). Under the terms of the statute, the term mental health condition is 
defined broadly to include all of the disorders recognized in the Diagnostic and Statistical Manual.

By this definition, insurers were required to cover treatment of ASDs even prior to the 
passage of HB 1311. However, the prior statute granted a broad exemption for treatments that were 
considered primarily for familial, educational or training purposes, that were custodial in nature, that 
were not clinically appropriate or that were experimental (§376.1550.5). Many, and perhaps most 
health insurance contracts issued in Missouri prior to HB 1311 included broad exclusionary 
language. For example, a typical exclusion was “ ...n o  Benefits will be provided for any of the 
following services, supplies, equipment or care; or for any complications, related to, or received in 
connection with, such services, supplies, equipment or care that are:

N ot Medically Necessary.

N ot specifically covered under this Agreement.

Any Health Care Service that is determined by the Company, in its discretion and subject to 
the right to submit a Grievance as set forth in Section 12 of this Agreement, to be Experimental or 
Investigational for the treatment of a specific patient’s disease and clinical circumstance...” was 
excluded from coverage.

Autism treatments such as ABA were commonly excluded via the rationale that they are 
experimental in nature. Prior analysis by the D IFP indicated that even under the most generous set 
of assumptions, insurance carriers did not offer benefits of a level or kind that could have been 
expected to have any significant impact on individuals diagnosed an ASD. This analysis was 
consistent with the academic literature, which has documented that treatment for ASDs are either 
generally paid out-of-pocket by parents and relatives, are provided via public services such as special 
education programs, or, as was more likely, left largely untreated (Peele, Lave and Kelleher, 2002). 
Further, insurer-compensated treatment was not targeted to young individuals for whom treatments 
are known to be most effective and most likely to achieve an enduring and dramatic improvement in 
symptoms.

The paucity of insurance benefits for effective treatments of ASDs very likely contributed to 
lasting functional impairment of individuals with autistic and related disorders. To the extent that
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such care cannot be funded by parents, nor provided publicly, individuals are likely to endure life­
long cognitive and social deficits with enormous direct and indirect social costs (see Ganz, 2007).

To address the inadequate coverage for the treatment of ASDs in the private insurance 
market, and to ensure broader access to treatments that were known to be efficacious, HB 1311 
established broad coverage requirements for ASD treatments. Applied behavior analysis (ABA) was 
specifically mandated for individuals 18 and under, for an amount up to $40,000 per year (adjusted 
for inflation in each subsequent year). All group plans were required to offer blanket coverage for 
all insureds. Individual plans, and individually-underwritten association plans, were required to 
extend an offer to cover the mandated benefits, though the offer can be refused by the policy­
holder. In addition, HB1311 established a system of licensure for behavioral analysts to ensure the 
delivery of high-quality care.

HB1311 became effective for all health insurance plans issued or renewed in Missouri after 
January 1, 2011. Earlier this year, the D IFP issued a data call to assess the impact of the new law 
through June 30th, and to serve as a trial run to assess the kinds and quality of information that could 
be provided by insurers. A follow-up data call was issued at year-end. The experience during the 
first half of 2011 revealed that significant lags were associated with the implementation of the new 
law: mandated coverage was not extended until the renewal date of a health insurance policy; 
individuals required training and credentialing to practice ABA; medical providers faced the task of 
developing the infrastructure to secure compensation for services that were previously excluded by 
most health insurance plans; and insureds faced a learning curve with respect to the scope of the 
newly available benefits. Data below indicate that as the medical delivery infrastructure was put into 
place, significant benefits delivered through health plans were steadily increasing by the second half 
of 2011.

Coverage

All group plans issued or renewed after January 1, 2011, are required to extend the mandated 
benefits for the treatment of ASDs, including ABA, to all insureds. An offer of such coverage must 
accompany any insurance purchased in the individual market, including individually-underwritten 
association plans.3 As such, many insureds will not have received ASD coverage until well after the 
January 1 effective date, since renewal dates will not coincide with the calendar year.

3 A ssociation health  coverage, such as insurance sold th rough  the AARP and a b road  variety o f  o th er groups, is 
considered  group coverage for som e purposes. H ow ever, because it is individually-underw ritten in a fashion similar to 
the  true individual m arket, it is o ften  treated  as individual coverage. U nder H B 1311, such association coverage is 
considered  individual coverage and therefore  m ust only offer the m andated  benefits.
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By year-end, all insureds in the group market, and about one-third of insureds in the 
individual market were covered for the mandated ASD and ABA benefits. Over 90 percent of 
“member-months” over the course of the entire year in the group market were covered for the 
benefit, indicating the relative rapidity with which coverage went into effect after the effective date 
of the mandate.4 The percentage of annual member months with such coverage in the individual 
market is considerably lower at 32.2 percent, which is virtually unchanged since the first half of the 
year.

Percent of Member Months With Coverage 
ASD Benefits 

By Market Segment 
2011

for Mandated

Market
Total

Member

Member 
Months of 

Policies with 
Autism % With

Segment Months Coverage Coverage
Individual 3,272,121 1,053,043 32.2%
Small Group 5,524,721 5,034,574 91.1%
Large Group 11,871,686 11,245,146 94.7%
Total 20,668,528 17,332,763 83.9%

It is less likely that coverage will be broadly extended in the individual market due to the 
distribution of costs in this market. For group coverage, costs associated with the mandate are borne 
by the entire group in the same manner as any other illness. Since only the offer of coverage is 
required in the individual market, there will be a strong tendency of “adverse selection” with respect 
to autism benefits. Namely, the vast majority of individuals accepting ASD coverage will already 
have a dependent with an autism-related diagnosis. Since the coverage is usually provided as a rider 
at an additional premium, the entire costs of the mandated benefits will therefore be concentrated 
among such policyholders. The resulting premiums will likely make such coverage unaffordable for 
many. The D IFP is aware that the cost for an autism endorsement in the individual market can 
range from $500 to several thousand dollars per month.

4 T h a t is, m o st m em ber m on ths w ithout ABA coverage occurred  during the beginning o f  the year. Im plem entation  o f  
coverage occurred  as plans w ere renew ed over the course o f  the year.
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For those individual plans for which coverage is optional, the take-up rate for ASD benefits 
is nearly zero. As noted earlier, a few large insurers have extended ABA coverage to all of their 
policy-holders in the individual market, though they are only required to extend it as an optional 
coverage that can be purchased for additional premium. The remaining insurers offering individual 
coverage comprise 69 percent of the market. For these carriers, less than 1 /1 0th of 1 percent of 
member months had such coverage in effect for 2011.

Coverage in the Individual Market — 
Excluding Insurers That Offer ABA 

Coverage to All Policyholders
%

Member Member
Months Months

% o f With With
Member Individual Autism Autism
Months Market Coverage Coverage

2,251,456 68.8% 1,353 0.1%

T reatm ent Rates

The D IFP attempted to assess the prevalence of individuals diagnosed with an ASD with 
coverage under a licensed health insurer. Unfortunately, insurers are only able to identify such 
individuals via information available from submitted claims, such that an individual with an ASD 
diagnosis must have sought a treatment for conditions specific to the ASD during the period under 
examination to appear in our data.3 Thus, the estimates that follow should not be considered as 
even a proxy for all ASD-diagnosed individuals with health insurance coverage, but rather a subset 
of that group that received some form of ASD-related treatment during 2011. The overall 
prevalence of ASD-diagnosed insureds is quite likely to be significantly larger.

Lastly, the D IFP sought to estimate the number of individuals diagnosed with an ASD that 
lacked coverage under the autism mandate. However, because such individuals would be far less

S T h at is, individuals that did n o t seek treatm ent directly associated w ith the  A SD  w ould n o t norm ally be identified on  a 
typical claims form . T he D IF P  requested that insurers coun t anyone w ho sought an A SD -related treatm ent during the 
preceding 12 m o n th s as pa rt o f  their autistic population.
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likely to seek treatment than their covered counterparts, and would be less likely to submit the claim 
when treatment was sought, these estimates are considered unreliable and not presented here.

During the last year, over 1.3 million Missourians obtained comprehensive coverage through 
a licensed insurer6 in the individual, small group or large group markets. O f this number, nearly 
4,000 individuals sought treatment during the reporting period for which the primary diagnosis was 
an ASD. The majority of these individuals, or 3,123, were 18 and under and therefore eligible for 
coverage under the ABA mandate. Across all market segments, 1 insured in 350 sought treatment 
for an ASD-related condition. Treatment rates are considerably lower than the prevalence rate of 
ASDs in the general population, which the Centers for Disease Control has estimated to be between 
1 /1 0 0  and 1 /150 . Autism can present with a high degree of variability. Many autistic individuals will 
neither seek, nor benefit from, extensive treatment.

Prevalence of ASD Covered Treatment7

Insureds 1 Covered
With an ASD

ASD, Diagnosed Insureds
Covered Individual Under

Market Under Per X 18 With
Segment Insureds Mandate Insureds an ASD
Individual 249,188 182 1,369 153
Small Group 379,767 706 538 585
Large Group 702,218 2,917 241 2,385
Total 1,331,173 3,805 350 3,123

As expected, the percent of insureds with a covered ASD was nearly twice as high in the 
group market compared to the individual market. Only 182 individuals sought treatment for an 
ASD covered in the individual market, representing only 4.8 percent of all such individuals across all 
market segments.

6 T hese figures exclude the non-licensed m arket and  em ployers that self-insure under federal ERISA  statutes. Self- 

insurers com prise a significant p o rtio n  o f  the group m arket. P rio r estim ates by the D IF P  suggest that self-insureds 
represen t as m uch  as 2 /3  o f  the group  m arket. Also excluded from  these figures are all form s o f  public coverage.

7 Figures are based solely on initial survey responses o f  licensed insurers for fully-insured plans related to the data period 
2011. Som e entities that are know n to  o ffer autism -related benefits, such as the M issouri C onsolidated  H ealth  Care Plan 
(M CH CP) and som e self-insured em ployer plans, are no t included in the data.



Licensure

House Bill 1311 requires that each behavior analyst and assistant behavior analyst pass an 
examination and obtain board certification to be eligible for a license to practice in Missouri. The 
first licenses were issued in December, 2010. By mid-January o f 2012, licenses were issued to 120 
behavior analysts. In addition, 24 assistant behavior analysis licenses were issued. Assistants must 
practice under the supervision of a behavior analyst. In addition to licensed behavior therapists, 
licensed psychologists may also provide ABA therapy.

These figures indicate that Missouri is well on the way to developing the necessary medical 
infrastructure and expertise to deliver ABA services to a broad population. Correspondence with 
medical providers specializing in ASD treatment reinforce this impression, but also illustrate the 
considerable time and effort necessary to make ABA treatment more widely available as coverage 
for such treatment is extended. Coding methodology and claim transmittal protocols must be 
developed. Rates for the provision of previously excluded services must be negotiated. 
Appropriately trained and licensed personnel must be added to existing staff. One clinic indicated 
that they were not fully operational to deliver ABA services until July 1. A second began providing 
ABA treatments as of September 1.
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Applied Behavior Analyst Licensure in Missouri

Behavior Analysts
Assistant Behavior 

Analysts

Month

No.
Lie.

Issued Cumulative No. Lie. Cumulative
License During Licensed During Licensed
Issued Month Analysts Month Analysts
December, 2010 19 19 0 0
January 28 47 5 5
February 11 58 4 9
March 14 72 2 11
April 9 81 2 13
May 3 84 0 13
June 1 85 1 14
July 11 96 3 17
August 0 96 4 21
September 2 98 0 21
October 3 101 1 22
November 6 107 1 23
December 6 113 1 24
January, 2012 (partial) 7 120 0 24
Total 120 24

Claim Paym ents

During 2011, comprehensive health plans incurred a total of $4.3 billion in total claim costs. 
Only a small fraction of this amount resulted from autism-related treatments, which amounted to 
$4.6 million or 0.1 percent of total claims. Costs incurred for ABA therapies were only 0.02 percent 
of total claims, or $1,050,764.

The D IFP has previously estimated that the ABA mandate would produce claim costs of 
between 0.2 percent and 0.8 percent of total premium. Amounts incurred thus far are well below 
this estimate, but for reasons already discussed are expected to grow as the benefits of the mandate 

are more fully realized.
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A u t i s m - R e l a t e d  C l a i m  C o s t s

All Autism-
Total Related Losses

Line of Incurred Incurred Incurred,
Business Losses Losses ABA
Individual $484,064,498 $543,916 $36,252
Small Group $975,765,332 $1,027,953 $205,499
Large Group $2,889,525,540 $2,737,959 $809,013
Total $4,349,355,370 $4,309,828 $1,050,764

Autism Treatment as Percent of Incurred
Losses

Line of Business

All
Autism-
Related

Incurred
Losses

ABA-
Related

Incurred
Losses

Individual 0.11% 0.01%
Small Group 0.11% 0.02%
Large Group 0.09% 0.03%
Total 0.10% 0.02%

Another method of expressing the costs of the mandate is the ratio of autism-related 
treatment costs to the total member months during which autism coverage was in effect. Across all 
market segments, the average autism-related claim costs for each month of autism coverage was 
$0.25, and $0.06 for the costs of ABA treatments.

Claim Costs for Autism Per Member Per Month for Policies with Autism
Coverage

Member
Months of All

Policies Autism- ABA-
With All Autism Related Related

Market Autism Related ABA Claims, Claims,
Segment Coverage Claims Claims PMPM PMPM
Individual 1,053,043 $543,916 $36,252 $0.52 $0.03
Small Group 5,034,574 $1,027,953 $205,499 $0.20 $0.04
Large Group 11,245,146 $2,737,959 $809,013 $0.24 $0.07
Total 17,332,763 $4,309,828 $1,050,764 $0.25 $0.06
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For each individual receiving any form of treatment directly associated with an ASD, the 
average monthly claims cost during 2011 was $143, ranging from $293 in the individual market to 
$142 in the large group market. With respect to the population 18 years of age and younger, the 
costs of ABA treatments ranged from $15 in the individual market to $58 in the large group market.

Average Monthly Claim Cost Per Individual Treated for 
Autism

All Ages Age 18 and Under
All

All Autism- Autism-
Market Related Related
Segment Treatment ABA Treatment ABA
Individual $293 $19 $314 $15
Small Group $115 $23 $122 $29
Large Group $142 $42 $161 $58
Total $143 $35 $160 $47

Other D IF P  Activities Related to Autism

The D IFP worked on numerous fronts to successfully implement the autism mandate during 
2011. Following the passage of the law, staff engaged stakeholders representing a wide variety of
perspectives and needs — from insurance companies to providers to parents and advocates. This 
outreach was designed to anticipate and address any potential problems. Additionally, the 
Department was able to provide education and resources to parents and providers as they began 
navigating through the process of obtaining insurance coverage for autism benefits for the first time.

C o m p la in ts

The D IFP monitors the number of complaints and inquiries received that are related to the 
autism mandate. Over the course of 2011, D IFP staff responded to 109 consumer contacts by 
insureds with questions about autism coverage. Only six of these contacts resulted in formal 
complaints against an insurer. Subject matter ranged from the lack of medical providers, the lack of 
coverage in self-funded plans under federal jurisdiction, to concerns about costs and requests for 
clarification of various aspects of the new law.
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Impact on Small business

Initial concerns about the potential costs of the mandate resulted in an opt-out provision for 
small employers. Any small employer may petition the director for a waiver of the mandate if 
providing the coverage causes premiums to increase by 2.5 percent or more over any 12 month 
period. The earliest such a waiver request could have been made is therefore January 1, 2012. To 
date, the D IPF has received no requests for a waiver.

N a t i o n a l  recognition  f o r  on lin e edu cation

Before the law took effect on Jan. 1, 2011, the Department launched new educational 
content online for parents, health care providers and insurers on its website. The online resources 
include explanations of the new law’s various provisions, frequently asked questions, instructions for 
filing consumer complaints, a Parent Resource Center and content specifically designed for health 
care providers. The Department’s efforts in creating this comprehensive online guide were heralded 
by Autism Speaks, the nation’s largest advocacy group for autism. At its Autism Law Summit in 
October 2011, the group recognized the D IFP for outstanding efforts on behalf of individuals with 
autism.

O u treach

The Department assembled an autism working group meeting in Jefferson City during 
November, 2010, which was attended by parents, advocates, medical providers and representatives 
o f major insurance companies in the Missouri market. At the meeting, stakeholders discussed 
concerns and how the Department could best facilitate consumer and provider education about the 
new law as well as facilitate an open exchange of information between the insurance industry and 
the provider community.

In response to many of the issues identified through the working group, the D IFP issued a 
bulletin to all health insurance companies on January 3, 2011, outlining Department plans for 
enforcing the new law. This bulletin:

• Encourages the insurance industry to accept HCPCS codes

• Asks any companies that are not able to utilize these codes make information readily 
available to providers both in- and out-of-network.

• Reminds that the department will closely monitor the delivery o f autism related services and 
ensure no unnecessary barriers to treatment are imposed

• Encourages companies to exercise flexibility in accommodating children already enrolled in 
ABA treatment, so as not to interrupt their ongoing therapy.
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• Extends a one year “safe harbor” from any enforcement or disciplinary acdon related to 
temporary modifications or deviations to practices or procedures in order to accommodate 
those currently enrolled in ABA treatment.

Following the passage of HB 1311, Director Huff and other members of the DIFP team 
appeared throughout the state at more than 10 public events for consumers, industry and 
stakeholders.

Most recently, the Department hosted the Autism Provider Summit in December of 2011. 
The summit served as a one-day training program to educate autism treatment providers about 
insurance billing, navigating the insurance world, and ensuring that their staffs are properly 
credentialed and licensed. Close to 80 providers and interested parties attended the summit.

Conclusion

Applied behavior therapies have been shown to dramatically reduce long-term costs for a 
significant proportion of individuals diagnosed with an ASD, and to significantly improve their 
quality of life. The costs associated with the audsm and ABA coverage mandate has thus far been 
minimal, even as the mandate has led to dramatically expanded coverage and the delivery of 
medically beneficial services. The law has achieved its purposes in an unqualified way for every 
measureable metric.
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“Trust
The Alaska Mental Health Trust Authority

February 7, 2011

Senator Johnny Ellis 
Room #119 
State Capitol 
Juneau, AK 99801

R E: SB 74 — Private Autism Insurance Coverage

Dear Senator Ellis,

I am writing in support of SB 74 — Private Autism Insurance Coverage

The Alaska Mental Health Trust Authority (The Trust) appreciates your efforts to ensure that children in 
Alaska who experience autism receive the supports they need to be active members of our Alaskan 
communities. The Trust supports SB 74, which mandates that private insurance companies include coverage 
for treatment of autism spectrum disorders.

The Trust advocates for a robust continuum of healthcare opportunities for its beneficiaries, those 
experiencing developmental disabilities, mental illness, Alzheimer’s disease and other related dementias and 
chronic alcoholics with psychosis. In Alaska today 1,512 children and young people have autism, 
approximately 454 of whom need significant clinical treatment. In response to these numbers, The Trust has 
partnered with the Governor’s Council on Disabilities and Special Education to identify and develop treatment 
options for persons diagnosed with a disorder on the autism spectrum.

Thirty years of research demonstrates that with intensive early intervention, children on the autism spectrum 
could gain a significant number of IQ points, and half of them could achieve normal functioning within 2-3 
years of treatment. With early intervention and treatment, Alaska will see a savings of $208,500 per capita in 
avoided special education costs and a lifetime savings of $1.08 million per capita. According to economists, 
without treatment it is estimated it will cost the state $3.2 million per capita. Requiring that private insurance 
policies include coverage for treating autism, we can help many children access the services they need, and 
live more productive lives.

We appreciate your advocacy on behalf of Trust beneficiaries; specifically, beneficiaries diagnosed with autism 
and their families, and look forward to continuing to work with you on this issue.

Q H O O K J Q
3745 Community Park Loop, Suite 200 Anchorage, Alaska 99508 Tel: 907-269-7960 Fax:907-269-7966 www.mhtrustorg

http://www.mhtrustorg


From: A U T IS M  S P E A K S ±
A U T IS M  SPEAKS

R ebecca Shaffer Stelzner -- 202 .95 5 .3 114 ; rshaffer@ autism speaks.org  

Rubenstein Comm unications, Inc.
Adam  Pockriss -  212 .84 3 .8 286 ; apockriss@ rubenstein.com

F O R  I M M E D I A T E  R E L E A S E

AUTISM SPEAKS ENDORSES ALASKA 
AUTISM INSURANCE REFORM BILL

H o u s e  B ill 7 9  W o u ld  E n d  H e a lth  C a re  D is c r im in a t io n  A g a in s t  C h ild r e n  
w ith  A u t is m  b y  R e q u ir in g  C o v e r a g e  o f  D ia g n o s is  a n d  T r e a tm e n t

N E W  Y O R K , N Y  (J a n u a ry  27 , 201 1 ) -  Autism Speaks, the nation’s largest autism  
advocacy organization, today announced its support for House Bill 79, the autism  
insurance reform bill. The legislation would require private health insurance com panies  
to cover the diagnosis, testing, and treatm ent of autism spectrum disorder (ASD ).

Sponsored in the A laska State House by State Representative Pete Petersen, HB 79  
includes coverage of behavioral health treatm ents, such as Applied Behavior Analysis 
(ABA), an evidence-based , m edically-necessary autism therapy, for individuals with 
autism under the age of 21 . HB 79  has been referred to the House Health & Social 
Services Com m ittee, which m ay hear the bill next month.

“W e  applaud and thank Representative Petersen for his leadership again this year on 
this issue of critical concern to thousands of A laska’s fam ilies,” said Peter Bell, Autism  
Speaks executive vice president for program s and services. “Autism Speaks joins 
A laska’s autism com m unity in calling on the legislature to pass HB 79  and join the 
growing num ber of states that have ended healthcare discrimination against children 
with autism .”

M any states do not require private insurance com panies to cover even essential autism  
treatm ents and services. In the absence of coverage, fam ilies often pay as much as 
they can out-of-pocket for services that can cost upwards of $ 5 0 ,00 0  per year. In the 
process, m any risk their hom es and the educations of their unaffected children -  
essentially mortgaging their entire futures.

mailto:rshaffer@autismspeaks.org
mailto:apockriss@rubenstein.com


To date, tw enty-three states -  Arizona, Colorado, Connecticut, Florida, Illinois, Indiana, 
Iowa, Kansas, Kentucky, Louisiana, M aine, M assachusetts, Missouri, M ontana, Nevada, 
New  Ham pshire, N ew  Jersey, New  Mexico, Pennsylvania, South Carolina, Texas, 
Verm ont, and W isconsin -  have enacted autism insurance reform legislation. Several 
other state legislatures will introduce similar legislation during the current 2011 session.

To learn m ore about Autism  Votes, an initiative of Autism Speaks focused on federal and 
state legislative advocacy, please visit w w w .a u tis m v o te s .o rg .

A b o u t A u tis m
Autism is a com plex neurobiological disorder that inhibits a person's ability to 
com m unicate and develop social relationships, and is often accom panied by behavioral 
challenges. Autism spectrum  disorders are diagnosed in one in 110 children in the  
United States, affecting four tim es as m any boys as girls. Th e  prevalence of autism  
increased 57  percent from 2002  to 2006 . The Centers for D isease Control and 
Prevention have called autism a national public health crisis w hose cause and cure 
rem ain unknown.

A b o u t A u tis m  S p e a k s
Autism Speaks is North A m erica’s largest autism science and advocacy organization. 
Since its inception only five short years ago, Autism Speaks has m ade enorm ous  
strides, committing over $ 1 4 2 .5  million to research and developing innovative new  
resources for fam ilies through 2014 . The organization is dedicated to funding research  
into the causes, prevention, treatm ents and a cure for autism; increasing aw areness of 
autism spectrum  disorders; and advocating for the needs of individuals with autism and 
their families. In addition to funding research, Autism Speaks also supports the Autism  
Treatm ent Network, Autism G enetic Resource Exchange and several other scientific and 
clinical program s. Notable aw areness initiatives include the establishm ent of the annual 
United Nations-sanctioned W orld Autism A w areness Day on April 2 and an aw ard- 
winning “Learn the Signs” cam paign with the Ad Council which has received over $210  
million in donated m edia. Autism S p eaks ’ fam ily resources include the Autism Video  
Glossary, a 100 Day Kit for newly-diagnosed families, a School Com m unity Tool Kit, a 
com m unity grant program and much more. Autism Speaks has played a critical role in 
securing federal legislation to advance the governm ent’s response to autism, and has 
successfully advocated for insurance reform to cover behavioral treatm ents. Each year 
W a l k  N o w  f o r  A u t i s m  S p e a k s  events are held in m ore than 80 cities across North 
Am erica. To learn m ore about Autism Speaks, please visit w w w .autism sDeaks.org.

A b o u t th e  C o -F o u n d e rs
Autism  S peaks w as founded in February 200 5  by S uzanne and Bob W right, the  
grandparents of a child with autism. Bob W right is Senior Advisor at Lee Equity Partners  
and served as vice chairm an, G eneral Electric, and chief executive officer of NB C and 
NBC Universal for more than twenty years. H e  also serves on the boards of the Polo 
Ralph Lauren Corporation, R A N D  Corporation and the N ew  York Presbyterian Hospital. 
Suzanne W right has an extensive history of active involvem ent in com m unity and 
philanthropic endeavors, mostly directed toward helping children. She serves on the  
boards of several non-profit organizations and is also Trustee Em eritus of Sarah  
Law rence College, her alm a m ater. S uzanne has received num erous aw ards such as

http://www.autismvotes.org
http://www.autismsDeaks.org


the C H IL D  M agazine Children’s Cham pions Award, Luella Bennack Volunteer Award, 
Spirit of A chievem ent aw ard by the Albert Einstein College o f M edicine's National 
W o m en ’s Division and the W eizm ann Institute of Science. In 2008, the W rights w ere  
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' B o a r d C e r t i f i e d B e d a v i o r  S A n a C y s t  
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S an  D iego , C A  9 2 1 1 9

T h e  H o n o ra b le  S. W a rd  C assce lls , M D  
A s s is tan t S e c re ta ry  o f D e fe n s e  for H ea lth  A ffa irs  
1 2 0 0  D e fe n s e  P e n ta g o n , R o o m  3 E 1 0 8 2  
W ash in g to n , D C  2 0 3 0 1 -1 2 0 0  
V ia  FA X : 7 0 3 -6 9 7 -4 1 9 7

D e a r  Dr. C asscells :

A s a long -tim e au tism  re s e a rc h e r an d  practitioner, I am  w riting to o ffe r so m e  
in fo rm ation  in sup port o f yo u r efforts to m a k e  e ffec tive  tre a tm e n t m o re  w id e ly  and  
eas ily  acc ess ib le  to m ilitary children w ith au tism  spectrum  d isorders  (A S D ). In 
add ition  to hav ing  w o rked  in this field fo r m ore than  th ree  d e c a d e s , it has  been  
m y priv ilege o ve r the  pas t cou p le  o f y e a rs  to w ork w ith s o m e  extrao rd in ary  
m ilitary fam ilies  w h o  a re  advocatin g  for co v e ra g e  o f e ffe c tive  tre a tm e n t for A S D  
by T R IC A R E . T h e y  h a v e  ta u g h t m e a g re a t dea l and h a v e  w on m y everlasting  
adm ira tion , so I am  gra te fu l to have  this opportun ity to help  th em  by providing  
e x p e rt opinion on the  e fficacy  and m ed ica l necess ity  o f app lied  b eh av io r ana lys is  
(A B A ) tre a tm e n t for A S D .

A s  you  know , A S D s  a re  n eu ro d eve lo p m en ta l conditions th a t a ffec t virtually all 
a s p ec ts  o f e v e ry d a y  function ing  to s o m e  d eg re e . D ifficu lties a re  typically seen  in 
com m u n ica tio n , social in teraction, in te llectual functioning, p lay and  le isure skills, 
a c a d e m ic s , and  s e lf-c a re  skills. M a n y  indiv iduals w ith A S D  also  exh ib it b eh av io r  
d isorders  th a t in te rfe re  w ith th e ir acquis ition o f useful skills and  put th em  and  
o th ers  at risk o f physical harm . W ith o u t e ffec tive  in tervention  to help  th em  build 
the  skills requ ired  for e v e ry d a y  living an d  to red u ce  p rob lem  beh av io rs , m any  
p eo p le  w ith A S D  su ffer n ee d le ss  in juries and illnesses, and requ ire  e x ten s ive  -  
and  e x p e n s iv e  -  sp e c ia lized  serv ices  th rougho ut the  lifespan . T h a t ta k e s  an  
e n o rm o u s  toll on the ir fam ilies , on h e a lth c a re  and h u m an  serv ice  sys tem s, and  
on soc iety  as a w h o le . Fortunate ly , resea rc h  has  show n th a t m uch o f th a t toll can  
be a lle v ia ted  for p eo p le  w ith A S D  w h o  rece ive  co m p e ten tly  d e live red  app lied  
b eh av io r an a lys is  (A B A ) in tervention .

B e h av io r an a lys is  is a natura l sc ien ce  ap p ro ach  to u n d erstand ing  how  b eh av io r  
in te racts  w ith en v iro n m en ta l variab les . In this scientific  d iscip line , “b eh av io r” 
m e a n s  anyth ing  d o n e  by living o rg an ism s (not jus t m isb eh av io r), and  
“e n v iro n m e n t” inc ludes all types  of physical and social e ve n ts  th a t m ight chan g e  
or be ch a n g ed  by an  ind iv id ua l’s behavior. Like m any o th er sc iences , b eh av io r
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ana lys is  has co n cep tu a l, exp erim en ta l, and  app lied  b ranches . T h e  bas ic  sc ience  
fo cu ses  on d iscovering  principles (tha t is, g en era l law s) ab o u t how  b eh av io r  
w orks, o r how  learn ing  ta k e s  p lace. For e xa m p le , on e  principle of b eh av io r  
ana lys is  is pos itive  re in fo rcem ent: W h e n  a b eh av io r is fo llow ed by a 
c o n s e q u e n c e  th a t is v a lu ed  by the individual, tha t b eh av io r is likely to be  
re p e a te d  in th e  fu tu re . A p p lied  b eh av io r an a lys is  (A B A ) is the  use o f the  
princip les and  m eth o d s d erived  from  research  to bring abo ut m ean ing fu l ch a n g es  
in soc ia lly  im p o rtan t beh av io rs . T h e  app lied  co m p o n e n t o f the field w a s  orig inally  
cre a te d  by b lend ing  th e  e xp erim en ta l an a lys is  o f b eh av io r -  th e  bas ic  sc ien c e  -  
with resea rc h  on h u m an  d ev e lo p m en t. T h ro u g h  nearly  five d e c a d e s  o f laboratory  
and  fie ld  resea rc h , the  d iscip line o f b eh av io r ana lys is  has d e v e lo p e d  m any  
tech n iq u e s  for increasing  useful b eh av io rs  and  reduc ing  those  that m ay  be  
harm fu l or th a t in te rfere  w ith  learn ing . S o m e  o f the  m an y  a re a s  in w h ich  this  
s c ien ce  has  b ee n  app lied  fruitfully include d e v e lo p m e n ta l d isabilities, edu cation , 
brain  and  spinal cord injury rehab ilitation , com m unication  d isorders, public  
hea lth , s u b s ta n c e  ab u se , business and  industry, sa fe ty , child ab u se  and  neg lect, 
paren ting , g eron to logy , an d  of course, A S D .

N u m e ro u s  rev iew s  o f scientific  research  h av e  identified  A B A  as  a p roven , sa fe , 
and  e ffe c tive  ap p ro a c h  to A S D  intervention . S e v e ra l o f those  rev iew s h a v e  cited  
the  h u n d red s  o f pub lished  studies docu m en tin g  the  e fficacy  o f a  varie ty  o f A B A  
tech n iq u e s  for increasing  a w id e  a rray  o f specific  skills and d ec re as in g  a w id e  
array  o f p rob lem  beh av io rs  in p eo p le  w ith A S D  o f all ag e s . In addition to those  
focused  in te rven tion s , co m p reh en s ive , in tens ive  early  in tervention  p rogram s  
using com b in a tio n s  o f m an y  A B A  tech n iq u e s  h av e  b een  show n to p rodu ce  la rge  
im p ro vem en ts  in m ultip le  skill do m ain s  in m an y  young children w ith A S D , m ore  
m o d es t but still c lin ically im p ortan t im p ro vem en ts  in m an y  o th er children. T h o s e  
effec ts  h a v e  b ee n  ob ta in ed  w h en  A B A  in tervention  w a s  d es ig n ed  and  o ve rs een  
by qua lified  p ro fessiona l b eh av io r ana lysts . A m o n g  those w ho  h ave  reco g n ized  
co m p e ten tly  d e livered  A B A  as an e v id e n c e -b a s e d  ap p ro ach  to A S D  in tervention  
are  th e  U .S . S u rg eo n  G e n e ra l, N e w  Y o rk  S ta te  D e p a rtm e n t o f H ea lth , U .S . 
D e p a rtm e n t o f D e fe n s e , A m erican  A c a d e m y  of P ed ia trics , A ssociation  for 
S c ie n c e  in A u tism  T re a tm e n t, and A u tism  S p eaks .

I u n d ers tan d  th a t in the  co u rse  of d e lib era tio n s  ab o u t T R IC A R E  policies, 
qu estio n s  h av e  arisen  ab o u t th e  m ed ical n ecess ity  o f A B A  in tervention  for A S D  
and  w h e th e r  th a t in tervention  is specia l ed u catio n . I hop e th e  follow ing points o f 
in fo rm ation  will help  e a s e  con cerns you and  o thers  m ay  h av e  ab o u t th o se  issues.

A B A  is  m e d ic a l ly  n e c e s s a r y  t re a tm e n t  fo r  A S D
•  U n fo rtunate ly , m an y  p eo p le  with A S D  e n g a g e  in beh av io rs  that je o p a rd iz e  

the ir s a fe ty  and  health , such as self-in jury, pica (ingesting  ined ib le  item s), 
e lo p e m e n t (running  a w a y ), flopping (throw ing th e m s e lv e s  on the groun d), 
ag g re ss io n , s le e p  d isorders , and sev e re ly  restricted  eating . S e vera l s tud ies  
h av e  found th a t such beh av io rs  lead  to d isp ro p o rtio n a te  num bers  of 
e m e rg e n c y  room  visits, hospita liza tions, and prescrip tions o f psychotrop ic  
drugs for p e o p le  w ith A S D , with the  ass o c ia te d  high costs. E x ten s ive
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resea rc h  by b eh av io r ana lys ts  has show n th a t th o se  beh av io rs  a re  often  
lea rn ed , and  a re  triggered  and re in fo rced  by en v iro n m en ta l even ts . B eh av io r  
an a lys is  m eth o d s  h av e  proved e ffec tive  not only for identifying th o se  
en v iro n m en ta l even ts , but also for reduc ing  problem  beh av io rs  and  
d ev e lo p in g  ap p ro p ria te  a lte rn ative  b eh av io rs , such as  requesting  help  w ith a 
ta s k  instead  of e lop ing  or agg ress ing , ea tin g  a hea lth y  diet, and  s leep ing  
th rough  the  night.

•  A lthough  so m e drugs can  red u ce  so m e of the  p rob lem  beh av io rs  just  
m en tio n ed , re la tive ly  fe w  psychotrop ic m ed ica tio n s  h av e  b een  tested  
a d e q u a te ly  w ith ch ildren  w ith A S D . Further, as the  A m e ric a n  A c a d e m y  of 
P ed ia trics  noted  recently , no drugs a m e lio ra te  the  core  sym p to m s o f A S D , 
and  m an y  drugs th a t a re  prescribed  for problem  b eh av io rs  h a v e  n eg a tive  s ide  
effects . F o r e x a m p le , the  only drug th a t has  b een  ap p ro ved  by the  F D A  to 
d a te  fo r the  tre a tm e n t o f A S D  -  risperidone -  has b ee n  show n to red u ce  
irritab le and ag ita ted  behavior. But risperid one is not 1 0 0 %  effec tive , and its 
n e g a tiv e  s id e  effec ts  include in con tinence  and  w e ig h t gain , w h ich  in c rease s  
th e  risk o f d iab e tes  and  o ther hea lth  problem s. A B A  m ethods, on th e  o ther  
han d , can  e ffec tive ly  red u c e  prob lem  beh av io rs  w ithou t a d v e rs e  physical s ide  
effects .

•  T h e  b eh av io ra l e x c e s s e s  and  defic its  exh ib ited  by p eo p le  w ith A S D  often  
h a m p e r the  de livery  o f hea lth  c a re  serv ices  to this population . C o m m u n ica tio n  
difficu lties and  fearfu l resp o n ses  to un fam ilia r s ituations, for e x a m p le , can  
m a k e  routine  m ed ica l an d  den ta l ch eckups m a jo r o rd ea ls  for p eo p le  w ith A S D  
an d  th e ir fam ilies . S tu d ies  h ave  show n th a t w ith A B A  in tervention , p e o p le  w ith  
A S D  can  learn  to co m m u n ica te  and co o p era te  w ith h ea lth  ca re  p ro fessiona ls , 
to com ply  w ith  m ed ica l and  den tal care  routines, and to und erg o  m ed ica l 
p ro ce d u res  like scans  and  E E G s .

•  In a re la ted  vein , a varie ty  o f A B A  tech n iq u e s  h ave  proved e ffe c tive  for 
build ing se lf-c a re , hyg ien e , and personal sa fe ty  skills in p eo p le  w ith A S D , 
thus en h an c in g  th e ir h ea lth  and reducing  th e ir risk o f injury.

•  M a n y  p e o p le  w ith A S D  h a v e  difficulty recogn izing  and  respond ing  
ap p ro p ria te ly  to s ituations that put th em  a t risk o f harm . R e s e a rc h  has show n  
th a t A B A  m eth o d s a re  e ffec tive  for teach ing  p eo p le  w ith A S D  to be a w a re  o f 
an d  to avo id  po tentia lly  h aza rd o u s  s ituations, to s e e k  help  w h e n  n ecessary , 
an d  to co m m u n ic a te  essen tia l in form ation  to individuals w ho  can  ass ist them .

•  In sum , A B A  in tervention  fo r A S D  is s im ilar to certa in  tre a tm e n ts  th a t a re  
co m m o n ly  provided to children and  adu lts  w ith o th er neu ro log ica l d isorders  to 
d e v e lo p  or res to re  in d e p e n d e n t functioning. T h o s e  tre a tm en ts  a re  covered  
u n d e r m an y  hea lth  in su ran ce  plans. W ith  com p eten tly  de livered  A B A  
in te rven tion , m an y  p eo p le  with A S D  can en joy s a fe  and hea lth y  lives. T h e  
e a rlie r  a  child w ith A S D  rece ives  e ffec tive  in tervention , th e  m ore  likely she is
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to ach ie v e  la rge im p ro vem en ts  in m ultip le  skill a re a s , and  the  less likely it is 
th a t h ea lth -th re a te n in g  prob lem  b eh av io rs  will d ev e lo p . A d o le scen ts  and  
adu lts  w ith A S D  can also  ben efit from  A B A  in tervention . T R IC A R E  insurance  
co v e ra g e  to m a k e  this m ed ically  n e c essary  tre a tm e n t av a ila b le  to m ilitary  
children  w ith A S D  and th e ir fam ilies  will not only e n h a n c e  the  lives o f those  
ind ividuals, it will a lso  red u ce  th e ir n ee d  for health  care  serv ices  and  the  
ass o c ia te d  costs.

A B A  is n o t s p e c ia l  e d u c a t io n
•  A lthough  A B A  in tervention  m ethods a re  e ffec tive  fo r building a c a d e m ic  and  

o th er skills, and certa in ly  could be used by p roperly  tra in ed  te a c h e rs  and  
o th er school p erso n n e l serving s tuden ts  w ith A S D , app lied  b eh av io r ana lys is  
is increas ing ly  reco g n ize d  as a  un ique and  distinct p ro fessiona l practice. In 
fact, in its 2 0 0 7  report on autism , the U .S . D e p a rtm e n t of D e fe n s e  described  
app lied  b eh av io r an a lys is  as  an  “em erg in g  p ro fess io n .” T h e re  is an acc red ited  
in te rn ationa l certification program  for practitioners, m a n a g e d  by the  B eh av io r  
A n aly s t C ertification  B oard ( s e e w w w .B A C B .c o m ). S o m e  B oard  C ertified  
B e h av io r A n a lysts  and  Board C ertified  A ss is tan t B e h av io r A n a lys ts  w o rk  in 
specia l edu cation , but the B A C B  certification is not an  ed u catio n  creden tia l 
per se. U n ivers ity  tra in ing in b eh av io r an a lys is  is p rovided  in a w id e  ra n g e  of 
a c a d e m ic  d e p a rtm e n ts  (e .g ., b eh av io r ana lys is , psychology, h u m an  
d ev e lo p m en t, public h ea lth , crim inal justice , edu cation , specia l edu cation ). 
U n fortunate ly , h o w ever, m ost spec ia l ed u catio n  te a c h e r  certification  p rogram s  
provide little, if any, tra in ing  in A B A ; very  fe w  provide all o f the d idactic  
tra in ing  and  su p erv ised  practical e x p e rie n c e  that th e  d iscip line d e e m s  
n e c essary  to p ractice  A B A  at e v e n  a rud im entary  level.

•  A S D s  a ffec t m ultip le a re a s  of functioning, not jus t the  skill d o m ain s  th a t are  
typ ically  a d d re s s e d  by the ed u catio n  sys tem . Further, schools typ ically  serve  
studen ts  w ith A S D  for ju s t a fe w  hours eac h  w e e k d a y  for 9  m onths o f the  
year. A s noted  previously, m an y  p eo p le  w ith A S D  h av e  difficulties w ith eating , 
s leep ing , s e lf-ca re , and  personal safety . T h o s e  difficulties a re  m ost s a lie n t -  
an d  a re  best a d d re s s e d  -  in h o m e and  com m unity  settings. Indeed , the need  
for in tervention  to build crucial skills o f all kinds and  to red u ce  problem  
b eh av io rs  d o e s  not stop w ith th e  en d  of the school day , the  school w e e k , or 
th e  school yea r. A b u n d a n t research  show s th a t in o rd er to g e n e ra liz e  learned  
skills, p eo p le  w ith A S D  n eed  care fu lly  p lan n ed , consis ten tly  de livered  
b eh av io r ana ly tic  in tervention  th ro u g h o u t each  day, 7 d ays  a w e e k , y e a r  
aroun d , in m ultip le  env ironm en ts . B e h av io r ana lys ts  h av e  d e v e lo p e d  specific  
tech n iq u e s  fo r prom oting skill g en era liza tio n . Im portan tly , th o se  tech n iq u es  
include tra in ing fam ily  m e m b e rs  to p rom pt and  re in fo rce functional skills and  
to m a n a g e  p ro b lem  beh av io rs  in a varie ty  o f e v e ry d a y  settings. T h e  edu cation  
system  u n fo rtunate ly  lacks the reso u rces  to provide th a t kind o f in tervention . 
T h e re fo re , if the responsib ility  fo r trea ting  A S D  is p laced  en tire ly  on the  
schools, m ost peo p le  w ith A S D  will not rece ive  e ffe c tive  tre a tm e n t so will
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requ ire  sub stan tia l an d  exp en s ive  h ea lth  c a re  and  o ther serv ices  th rougho ut  
the ir lives.

•  T o  e xp an d  upon a p revious point, A B A  in tervention  fo r A S D  para lle ls  the  
in tens ive  sp e ech , occupational, and physical th e rap ies  th a t a re  provided to 
children  and  you ths w ith o ther neuro log ica l d isorders  to build or rebuild  
co m m u n ica tio n , cognitive, se lf-care , aca d em ic , and o th er skills. T h o s e  
th e ra p ie s  a re  o ften  d e livered  in schools, ye t th ey  a re  not narrow ly construed  
as "special e d u c a tio n .” O n  the contrary, th ey  a re  d e e m e d  m edically  
n ec essary , an d  a re  co vered  by m ost hea lth  in su ran ce  plans. A B A  in tervention  
should  b e  g ran ted  th e  s a m e  status.

W ith  e ffec tive  tre a tm e n t, m ilitary ch ildren  and  you ths  w ith  A S D  can  lead  h a p p ie r  
an d  h e a lth ie r lives than  th ey  w ould  o therw ise . A B A  is an e ffec tive  and safe  
tre a tm e n t fo r A S D  w h en  it is des ign ed  and o v e rs e e n  by qua lified  professiona l 
b eh av io r ana lys ts . If this m ed ica lly  n e c essary  tre a tm e n t is d e la y e d  or is provided  
at sub optim al levels , the hea lth  and w ellbe ing  o f th e  child w ith A S D  and his 
fam ily  will b e  a ffe c te d  neg ative ly  in both the  short and  th e  long run. Fa ilu re  to 
co v er A B A  tre a tm e n t u n d er th e  bas ic  T R IC A R E  program  will not only add to the  
a lre a d y  h ea vy  b u rd en  carried  by m ilitary fam ilies  o f children w ith A S D , it will a lso  
add  to the  costs o f hea lth  c a re  and o th er serv ices  fo r those  m ilitary d e p e n d e n ts  
for y ea rs  to com e. I u rge you to head  off those  tra g ed ies  by correcting  the  C o d e  
o f F e d e ra l R e g u la tio n s  and  T R IC A R E  policies to include co v e ra g e  of A B A  
tre a tm e n t fo r A S D .

V e ry  respectfu lly ,

G in a  G re e n , P h D , B C B A

cc: K aren  Driscoll ( K a re n 0 6 2 2 @ a o l.c o m )
M G  E ld e r G ra n g e r, D e p u ty  D irector, T R IC A R E  (fax: 7 0 3 -6 8 1 -3 6 6 5 )
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P.O. Box 240249 • Anchorage, Alaska 99524-0249 • Phone: 907-269-8990 • Fax: 907-269-8995 • Toll Free 888-269-8990

Sean Pamell, Governor
State of Alaska

M arch  24 , 2011

Senator Johnny E llis  
State o f  A laska  
A laska State Legislature  
State Capito l, Room  119 
Juneau, A K  99801

Re: SB 74 Insurance Coverage for A utism  Spectrum Disorders 

D ear Senator E llis:

T hank you for sponsoring SB 74, w hich  provides private insurance coverage fo r A utism  
Spectrum Disorders. The G overnor’s Council on D isab ilities and Special Education  
strongly supports SB 74, w hich w ill provide coverage for the diagnosis and treatm ent o f  
autism spectrum disorders, including but not lim ited  to applied behavioral analysis, the 
leading evidence-based intervention fo r autism.

A s you know , m any fam ilies struggle w hen their child is diagnosed as being on the 
spectrum, because m any insurance policies specifically exclude treatments fo r Autism  
Spectrum Disorders (even i f  those treatments are routinely covered otherw ise). This b ill 
w ould put services fo r people w ith  autism on the same footing as other health issues 
when it comes to insurance coverage o f  treatm ent and prevention services. O therw ise, 
fam ilies often go into debt in order to secure needed services, or go w ithou t them.

In  addition, 40  years o f  research clearly shows that 50 percent o f  children w ith  severe 
autism w ho receive early intervention and treatm ent do not require life long services and 
supports. According to a study conducted by M ich ae l G anz, a H arvard  Un ivers ity  
Econom ist, w ith  treatm ent, the state w il l  see savings o f  $208 ,500  per person in avoided  
or reduced special education costs and life tim e savings o f  $1 .8  m illio n . W ithou t treatment 
it is estimated life tim e costs to the State o f  A laska w ill  exceed $3.2  m illio n  per person.

Thank you again for your support on this im portant issue.

Respectfully,

Donna Swihart, C hair



BACKGROUND:

A utism  is a disorder affecting at least 1 in 110 children w ith  approxim ately 1 in 500 requiring  
significant clin ical treatm ent. A laska currently has around 1,512 children and youth under the 
age o f  21 w ho have autism; approxim ately 454  need significant clin ical treatment.

It  is recom m ended that private, state em ployee and university em ployee insurance policies 
provide coverage fo r the diagnosis and treatm ent o f  autism spectrum disorders, including, but not 
lim ited  to applied behavior analysis, the leading evidence-based intervention for autism.

URGENCY:

•  M o st insurance policies specifically exclude coverage for treating autism, even when the 
services are otherwise covered by the health plan.

•  Because A laska law  does not require insurance coverage for autism services, fam ilies that 
do not qua lify  fo r D H S S  services pay out-of-pocket, often as j\m u ch  as $50 ,00 0  per year 
or m ore; in some instances, bearing this burden results in divorce or bankruptcy.

•  A utism  is treatable. Ro years o f  research shows that w ith  treatm ent, m any children  
overcom e the severe symptoms o f  their disorder.

•  The earlier the diagnosis, the more effective the treatment.
•  Treatm ent equals savings. W ithou t treatm ent it is estimated that it w il l  cost the state $3.2

m illio n  per capita.
•  Coverage o f  m edically  necessary autism treatm ent in A laska w ill  enable m any children to

access the services they need and live m ore productive lives.
•  The costs o f  this insurance reform  are small and w il l  have very little  im pact on the cost o f  

health insurance prem ium s for the indiv idual consumer.

ACTION REQUESTED

T he K ey  C oalition  o f  A laska asks the A laska State L egislature to:

P a s s  H B 7 9  a n d  S B 9 4  r e q u i r i n g  i n s u r a n c e  c o v e r a g e  

f o r  a u t i s m  s p e c t r u m  d i s o r d e r s . J



■ A L A S K A  C H A P T E R

401 E. Northern Lights Blvd., Suite 205 
Anchorage, Alaska 99503 
907-332-NASW (6279) Fax: 907-332-6270 
1-800-478-NASW (6279) 
Director@naswak.ora 
http://www.naswak.orgNational Association of Social Workers

Senator Johnny E llis  
Room  119 
State Capitol 
Juneau, A K  99801
RE : SB 74 —  Private A utism  Insurance Coverage  

D ear Senator E llis ,

I  am w riting  in support o f  SB 74 —  Private A u tism  Insurance Coverage
The A laska Chapter o f  N A S W  appreciates your efforts to ensure that children in A laska w ho experience autism  
receive the supports they need to be active members o f  our A laskan com m unities. N A S W  o f  A laska supports 
SB 74, w hich mandates that private insurance companies include coverage for treatm ent o f  autism spectrum  
disorders.

A utism  is a com plex neurobiological disorder and is the fastest-growing serious developm ental d isability  in the 
U .S . The Centers for Disease C ontrol estimates that one in every 110 children, w ith  one in every 70 boys are 
diagnosed annually. These children require extensive services from  m edical professionals. E a rly  intervention is 
critical to gain m axim um  benefit from  existing therapies. M ost private health insurance plans do not provide  
coverage fo r A p p lied  Behavioral Analysis (A B A ) and other autism -related services.

T h irty  years o f  research demonstrates that w ith  intensive early intervention, children on the autism spectrum  
could gain a significant num ber o f  IQ  points, and h a lf  o f  them  could achieve norm al functioning w ith in  2 -  
3years o f  treatm ent. W ith  early intervention and treatm ent, A laska w il l  see a savings o f  $208 ,500  per capita in 
avoided special education costs and a life tim e savings o f  $1.08 m illio n  per capita. Accord ing  to economists, 
w ithout treatm ent it is estimated it w il l  cost the state $3 .2  m illio n  per capita. Requiring that private insurance 
policies include coverage fo r treating autism, w e can help m any children access the services they need, and live  
m ore productive lives.

Sincerely,

M e g  Loom is  
Executive D irector

. t h e  p o w e r  o f  s o c i a l  w o r k

mailto:Director@naswak.ora
http://www.naswak.org
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S u p p o r t i n g  f a m i l i e s  w h o  c a r e  f o r  c h i l d r e n  w i t h  s p e c i a l  n e e d s

M arch  7, 2 0 1 1

S e n a to r  Jo h n n y  Ellis  

A la sk a  S ta te  L e g is la tu re  

S ta te  C a p ito l R o o m  1 19  
Ju n e a u  A K , 9 9 8 0 1

D e a r Sen. Ellis,

I'm  w rit in g  on b e h a lf  o f  fa m ilie s  se rv e d  by S to n e  S o u p  G ro u p  to  th a n k  y o u  fo r  y o u r  le a d e rsh ip  in 

sp o n so r in g  S e n a te  Bill 74, th e  A u tism  In su ra n ce  R e fo rm  Bill. S to n e  S o u p  G ro u p  is a n o n p ro fit a g e n cy  

th a t p ro v id e s  s u p p o rt  se rv ic e s  to  fa m ilie s  ca rin g  fo r  c h ild re n  an d  y o u th  w ith  sp e c ia l h ea lth  ca re  n ee d s  

and  d isa b ilitie s. W ith  th e  in cre a se d  in c id e n ts o f au tism  an d  re late d  d iso rd e rs  in th e  past d e ca d e , S to n e  

S o u p  G ro u p  has g ra p p le d  w ith  how  to  assist fa m ilie s  in a c c e s s in g  th e ra p e u tic  in te rv e n tio n s  n o t co v e re d  

by p riv a te  in su ra n ce  p ro g ra m s. T h e  ab ility  to  use p riv a te  in su ra n ce  to  a c c e ss  th o se  se rv ice s  o p e n s  d o o rs  
fo r  th o u sa n d s  o f  fa m ilie s.

A u tism  is a co m p le x  n e u ro b io lo g ica l d iso rd e r  and  is th e  fa ste st-g ro w in g  se rio u s  d e v e lo p m e n ta l d isa b ility  

in th e  U.S. T h e  C e n te rs  fo r  D ise a se  C o n tro l e st im a te s  th a t o ne  in e ve ry  1 1 0  ch ild re n , w ith  o n e  in e ve ry  

7 0  b oys a re  d ia g n o s e d  an n u a lly . T h e se  ch ild re n  re q u ire  e xte n siv e  se rv ice s  fro m  m e d ica l p ro fe ss io n a ls .  
Ea rly  in te rv e n tio n  is c r it ica l to  g a in  m a x im u m  b e n e fit fro m  e x istin g  th e ra p ie s . M o st p rivate  h ealth  

in su ra n c e  p lan s d o  n o t p ro v id e  c o v e ra g e  fo r  A p p lie d  B e h a v io ra l A n a ly s is  (A B A ) and o th e r  a u tism -re la te d  

se rv ice s.

S to n e  S o u p  G ro u p  fu ll s u p p o rts  S e n a te  Bill 74  and  th e  c o m p a n io n  H o u se  Bill 7 9  sp o n so re d  by Rep. 

P e te rse n . T h a n k  yo u  fo r  a ll o f y o u r  hard  w o rk  fo r  A la sk a 's  fam ilie s.

R e sp e ctfu lly ,

K e lly  D o n n e lly  

E x e cu tiv e  D ire cto r
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A L A S K A

T h e  H o n o ra b le  Jo h n n y  Ellis  
S ta te  C a p ito l, R o o m  119  

Ju n e a u , A la sk a  9 9 8 0 1

M a rch  28, 2 0 1 1

RE: S B  74  In su ra n ce  C o v e ra g e : A u tism  S p e ctru m  D iso rd e r  

D e a r S e n a to r  Ellis:

T h e  A la sk a  P rim a ry  C a re  A sso c ia tio n  (A P C A ) re co g n ize s  th a t in su ra n ce  co v e ra g e  o fte n  d icta te s  

a c c e s s  to  h ea lth  ca re  fo r  in d iv id u a ls . A nd  b e ca u se  a c c e s s  g re a tly  in c re a se s  th e  like liho o d  o f  p o sitive  
h ealth  o u tco m e s, th e  A P C A  is su p p o rt iv e  o f e ffo rts  to  e xp an d  a cce ss . In fa ct, th e  m issio n  o f t h e  A P C A  is 

to  w o rk  to  p ro m o te  a cc e s s  to  h ea lth  ca re  fo r  all A la sk a n s. W ith  th is  g o a l in m in d , th e  A P C A  su p p o rts  
a c c e ss  to  se rv ic e s  fo r  A la sk a n s  e x p e r ie n c in g  au tism . SB  7 4  w o u ld  e m p o w e r t h e s e  A la sk a n s to  re ce iv e  

se rv ic e s  a n d  h e lp  e n su re  e a rly  id e n tifica tio n  o f c h a lle n g e s  and  a p p ro p ria te  in te rv e n tio n . A s  a re su lt, SB  

7 4  w o u ld  p ro m o te  b oth  a h ig h e r q u a lity  o f life  fo r  th e s e  in d iv id u a ls  and a sa v in g s  to  th e  S ta te  o f  A laska  
and  to  fam ilie s.

W h ile  it is d ifficu lt to  p re d ict th e  long te rm  co sts  o r  c o n s e q u e n c e s  o f t h e  bill to  th e  o v e ra ll h ealth  

sy ste m  in A la sk a , th e  p o sitive  im p a ct th e  bill w o u ld  have  on in d iv id u a l A la sk a n s w ith  a u tism  an d  on th e  
co s ts  s p e c if ic  to  th e s e  in d iv id u a ls  is c le a r. T h e  A laska  P rim a ry  C a re  A s so c ia tio n  th u s su p p o rts  S B  74  as it 
p e rta in s  to  a c c e ss  to  ca re  and se rv ic e s  fo r  A la sk a n s w ith  a u tism .

T h e  C e n te rs  fo r  D ise a se  C o n tro l e stim a te s  th a t o n e  in e v e ry  110  ch ild re n  is d ia g n o se d  w ith  
a u tism  a n n u a lly , and e st im a te s  a h ig h e r rate fo r  b oys at o n e  in 70. A lth o u g h  th e s e  ch ild re n  re q u ire  

se rv ic e s  fro m  m e d ica l p ro fe ss io n a ls  an d  o th e r p ro v id e rs  s p e c if ic  to  th is  co n d itio n , m o st in su ra n ce  

p o lic ie s  sp e c if ica lly  e x c lu d e  c o v e ra g e  fo r  tre a tin g  a u tism , e ve n  w h e n  th e  se rv ice s  are  o th e rw ise  co v e re d  

by th e  h ealth  plan. SB  7 4  w o u ld  help  to  a d d re ss  th is  d isp a rity  in c o v e ra g e  an d  h elp  e n su re  th a t th e se  
A la sk a n s  re ce iv e  n e c e ss a ry  se rv ice s.

T h a n k  yo u  fo r  y o u r  w o rk  on b e h a lf  o f  A la sk a n s and y o u r  w o rk  o n  th is  s p e c if ic  issue.

S in ce re ly ,

M a rily n  K asm a r  

E x e cu tiv e  D ire cto r

9 0 3  W . N orthern Lights Blvd., S u ite 2 0 0 ,  A n ch o rag e, AK 9 9 5 0 3 - 2 4 0 0  

m ain : 9 0 7 .9 2 9 .2 7 2 2  fax: 9 0 7 . 9 2 9 .2 7 3 4  w w w .alask ap ca.o rg  

supporting  A la s k a n s ’ h ea lth  care  h o m e s

http://www.alaskapca.org


February 15,2012

Senator Johnny Ellis 
State Capitol, Room 119 
Juneau, Alaska 99801-1182

Dear Senator Ellis,

We are writing to commend you for your commitment to protecting vulnerable children, 
particularly those with special needs. We applaud your recent work on sponsoring Senate Bill 
74, providing treatment assurances for families with autistic children. As you know, Boys & 
Girls Clubs welcomes all children through its doors, including some with autism spectrum 
disorders. We understand many of their families struggle to afford progressive treatments, care 
that leads to greater independence and contributions of these young Alaskans.

Boys & Girls Clubs o f Southcentral Alaska serves 10,000 young members in 36 communities in 
youth-friendly facilities. Club professionals provide essential academic, career and character 
development programs during afterschool hours, school breaks and summer vacation. With 
nearly 2,000 youth coming through Clubhouse doors each day, these facilities are bustling and 
on the front lines of inspiring and empowering youth. Children with special needs are valued 
within the membership and accommodated to ensure inclusion in our dynamic programs.

Again, Senate Bill 74 takes an important step in mobilizing families with autistic children toward 
solid treatment, and ultimately strengthens our communities. On behalf of the families we serve, 
we look forward to its passage.

Warm regards,

Alana Humphrey, Chief Executive Officer Scott Miller, Incoming Chair
Boys & Girls Clubs o f Southcentral Alaska Boys & Girls Clubs of Southcentral Alaska
(907)770-7349

Boys & Girls Clubs of America 1120 Huffman Rd. Ste. 24 Box 538 Anchorage, AK 99515 
Noelle Hardt, Government Relations Director, (907)522-0704
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Libby Silberling

P.O. Box 20891 
Juneau, Alaska 99802-0891
www.akwomenslobbv.org

Letter of Support - SB74 
Insurance Coverage for Autism Spectrum Disorders

The Alaska Women’s Lobby, a statewide group with steering committees in Fairbanks, 
Anchorage and Juneau organized to protect and advance the rights of women, children 
and families supports SB74. A Centers for Disease Control and Prevention study in 
2006 estimates an average of one in 110 children have an autism spectrum disorder 
(ASD).

Alaska should join the 35 states and the District of Columbia that have laws related to 
autism and insurance coverage. A November 2010 Insurance Coverage for Autism 
paper by the National Conference of State Legislatures (NCSL) documents at least 23 
of those states—Arizona, Colorado, Connecticut, Florida, Illinois, Indiana, Iowa, Kansas, 
Kentucky, Louisiana, Maine, Massachusetts, Missouri, Montana, Nevada, New 
Hampshire, New Jersey, New Mexico, Pennsylvania, South Carolina, Texas,
Vermont and Wisconsin—specifically require insurers to provide coverage for the 
treatment of autism. The increasing number of states adopting comprehensive autism 
mandates, Medicaid coverage of ASD-related services, and coverage of these services 
by the U.S. military health plan provide further evidence that health insurance coverage 
of ASD-related services is appropriate.

While some ASD-related services are provided in the public schools, medical experts, 
advocacy groups, and parents indicate that there is a need for additional services 
outside of the school setting. Although the insurance industry often claims that 
treatment for ASDs, such as Applied Behavior Analysis (ABA)-based therapy are 
educational and their coverage not appropriate for health insurance, if the premise that 
the role of health insurance is to promote public health, encourage the use of 
preventative care, and provide financial protection for excessive financial expenses for 
unexpected illnesses, the proposed mandate appears consistent with the role of health 
insurance.

Children with autism have substantial medical needs and have a difficult time accessing 
necessary treatments through Medicaid and private health insurance. Most insurance 
policies contain specific exclusions for autism. This is a hardship for many families, who 
are often forced to cope with delayed, inadequate, and fragmented care through the 
Medicaid system. Often, families must pay for treatments out-of pocket or forego them. 
These treatments may be costly. Some families may spend more than $50,000 per year 
on autism-related therapies, such as ABA (NCSL 2010 report). A study in 2006 by the 
Harvard School of Public Health estimated that it costs $3.2 million to take care of an 
individual with autism over his or her lifetime.

Please help Alaskan families struggling with providing the best care possible for their 
children with ASD and pass SB74

http://www.akwomenslobbv.org


HtPE
Community Resources Inc.

Regional Centers
South Central Region540 W. International Airport Rd. Anchorage, AK 99518-1110 (907) 561-5335 1-800-478-0078 Fax: (907) 564-7429

Mat-Su Valley Region851 E. Westpolnt Drive, Suite 306 Wasllla, AK 99654 (907) 357-3750 Fax: (907) 357-3751

Dillingham/Bristol Bay RegionRO. Box 715 Dillingham, AK 99576-0715 1-800-478-2117 Fax: (907) 842-5007

Kodiak/Aleutian Region 1623 Mill Bay Road Kodiak, AK 99615-6235 (907)486-5011 Fax: (907) 486-5019

Seward/Resurrection Bay RegionRO. Box 1933 Seward, AK 99664 (907) 224-2063 Fax: (907)224-2063

Juneau/Southeast Region9109 Mendenhall Mall Rd., Ste. 5D Juneau, AK 99801 (907) 463-3602 Fax: (907) 463-3605

Barrow/North Slope RegionRO. Box2123 Barrow, AK 99723 (907)852-3151 Fax: (907)852-2855

www.hopealaska.org

April 5, 2011

Senator Johnny Ellis 
State of Alaska 
Alaska State Legislature 
State Capitol, Room 119 
Juneau, AK 99801

Re: SB 74 Insurance Coverage for Autism Spectrum Disorders 

Dear Senator Ellis:

Thank you for sponsoring SB 74, requiring that private insurance coverage is 
to be provided to those under 21 experiencing Autism Spectrum Disorders. 
Hope Community Resources is a statewide non-profit agency supporting 
individuals and their families. With over 1,200 individuals choosing our. 
supports we are familiar with the struggles experienced by families trying to 
meet the costs of related treatment services. We currently serve close to 
200 individuals, including children, adolescents, adults and elders, identified 
on the Autism spectrum. Among those receiving supports a disproportionate 
number of individuals experience related developmental delays, challenging 
behaviors and mental health concerns. This bill can go a long way toward 
allowing families to afford medically necessary treatment by providing 
needed pharmacy, psychiatric, psychological, habilitative or rehabilitative, 
and therapeutic care in a timely manner.

Please add my name to the list of those in support of this legislation. As this 
bill moves forward I respectfully ask those reviewing this bill for their careful 
consideration and support of Senate Bill 74.

Thank you for your continued support of this important legislation.

Stephen R Lesko Executive Director
Roy T. Scheller Deputy Executive Director

erbert G. W. Bischoff, 
Licensed Psychologist

Providing statewide community supports since 1968, for Alaskans who experience disabilities and for their families.

http://www.hopealaska.org


A la s k a^Nurses
A s s o c ia t io n

3701 E Tudor Road Suite 208 
Anchorage, Alaska 99507

A p r i l  1 3 , 2 0 1 1

The Honorable Johnny Ellis 
Alaska State Senate 
Alaska State Capitol

Re: SB74, Insurance Coverage for Autism Spectrum Disorders 

Dear Senator Ellis:

Thank you for introducing SB74. The Alaska Nurses Association (AaNA) supports this bill.

Autism is a medical /neurological condition which impacts the way the brain functions. It 
requires early and intensive medical and educational interventions in order to have the best 
possible outcomes for our children. Unfortunately, many insurance policies contain specific 
exclusions for autism. Individuals with Autism Spectrum Disorders (ASDs) often display 
unusual behaviors and interests, unusual ways of learning and paying attention, and impaired 
verbal and non-verbal communication skills. In addition to these behavioral symptoms, 
individuals with autism will often have physical ailments such as asthma, digestive disorders, 
persistent viral infections and epilepsy.

The Centers for Disease Control (CDC) estimates that up to 730,000 people between the ages of 
0 and 21 have an ASD and more children than ever before are being classified as having autism 
spectrum disorders. (Prevalence of Autism Spectrum Disorders — Autism and Developmental 
Disabilities Monitoring Network, United States, 2006) Alaska currently has 1,512 children and 
youth under the age of 21 who have autism, with 454 of these individuals needing significant 
clinical treatment.

Health insurance should assist families in helping to ensure that children with an ASD receive 
recommended levels of therapeutic services as early as possible. There is a window of 
opportunity for helping these children while they are young, and missing this window due to lack 
of finances or protracted appeals processes with insurance companies, can prevent children from 
reaching their maximum potential in terms of learning and functioning in society.

The AaNA wishes to express our thanks for your sponsorship of this important measure.

Sincerely,

Nancy C. Davis, RN, MS 
AaNA President 
907-274-0827 Office

Debbie Thompson, BSN, RN, CNOR 
AaNA Executive/Labor Program Director 
907-274-0827 Office
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ALASKA ASSOCIATION OF 
H o m e s  fo r  C h ild re n

A la s k a  B a p tis t F a m ily  S erv ice s  
A n c h o ra g e , A K

A la s k a  C h ild re n 's  S erv ice s  
A n c h o ra g e . A K

A la s k a  F a m ily  S erv ice s  
P a lm e r, A K

C o v e n a n t H o u s e  o f  A la s k a  
A n c h o ra g e , A K

F a m ily  C e n te re d  S erv ice s  o f  A la s k a  
F a irb a n k s . A K

Ju n eau  Y o u th  S erv ice s  
J u n eau . A K

K e n a i P en in s u la  C o m m u n ity  C a re
C e n te r
K e n a i. A K

M a n ii la q  A s s o c ia tio n  
K o tz e b u e , A K

N o m e  C h ild re n 's  H o m e  
N o m e , A K

N o rth  S lo p e  B o ro u g h  C h ild re n ’ s
S erv ices
B a rro w , A K

N o rth  S ta r  B e h a v io ra l H e a lth  
A n c h o ra g e  &  P a lm e r, A K

P re sb y te ria n  H o s p ita li ty  H o u s e  
F a irb a n k s . A K

P ro v id e n c e  B e h a v io ra l H e a lth
S ys tem s
A n c h o ra g e , A K

R e s id e n tia l Y o u th  C a re  
K e tc h ik a n . A K

S earh c  
S itk a . A K

T h e  B o y s  a n d  G ir ls  H o m e  o f  A la s k a  
F a irb a n k s , A K

T h e  S a lv a tio n  A r m y  B o o th  M e m o r ia l  
H o m e
A n c h o ra g e , A K

April 12,2011

Senator Johnny Ellis 
Alaska Senate 
State Capitol 
Juneau, Alaska 99801

RE: Support for SB74 -  Insurance coverage for Autism Spectrum Disorder 

Dear Senator Ellis,

On behalf of the Alaska Association of Homes for Children (AAHC) we would 
like to thank you for introducing SB74. We wholeheartedly support your efforts to 
require health insurers to offer coverage for the types of services necessary to 
improve the children’s health who are affected by autism spectrum disorders 
(ASD).

Over the lifespan, the average societal cost of caring for one person with 
autism is $3.2 million (Harvard School of Public Health, 2006). These 
staggering costs could certainly be reduced by affording parents options 
through medical coverage that could include behavioral therapies, 
psychological, psychiatric, physical therapy, occupational therapy and other 
developmentally-based interventions. With insured care, many families 
would find it possible to maintain their child in their home with needed 
support, rather than failing due to limited resources, and potentially causing 
costly institutionalization.

Alaska currently has 1,512 children and youth under the age of 21 who have 
autism; approximately 454 need significant clinical treatment. Coverage of 
medically necessary autism treatment in Alaska is a key to enable many 
children to access the services they need and live more productive lives. 
AAHC strongly endorses Senate Bill 74.

Thank you

Y o u th  A d v o c a te s  o f  S itk a  
S itk a . A K

Brad Ohs 
AAHC President
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J a n u a r y  3 1 ,  2 0 1 1

The Honorable Johnny Ellis 
Alaska State Senate 
State Capitol Building 
Juneau, Alaska 99801-1182

RE: Senate Bill 74

Dear Senator Ellis,

On behalf o f  the National Federation o f Independent Business/Alaska, I wish to 
express our opposition to Senate Bill 74. The National Federation o f Independent 
Business is the largest small-business advocacy group in Alaska.

Health-care costs have been the No. 1 issue facing small-business owners since 1986, and 
those concerns are growing, according to NFIB’s members. As health-care costs go 
through the roof, small-business owners have very few choices when selecting insurance 
coverage for their employees. The tipping point is here, and small businesses are begging 
for solutions to rising health-care costs, lack o f access and other issues.

For many small employers in Alaska insurance premiums for small groups or single 
coverage have increased by more than 82 percent since 2 0 0 0 , a jaw-dropping statistic. 
This is completely unsustainable over the long-term. Much o f the increase is driven by 
the additions to coverage by state mandates

Unfortunately SB 74 mandates coverage for autism spectrum disorders that may not fit 
employee’s needs but for which small employers providing health insurance bear the 
cost. Increased mandates force employers to consider whether they can afford to continue 
coverage or are forced by increased prices to eliminate health insurance for their 
employees. Mandates prevent small employers from providing affordable insurance 
programs tailored to its specific work force.

National Federation of independent Business - ALASKA
P. O. Box 34761*Juneau, AK 99803-4761*907 723 6667*www.NFIB.com

http://www.NFIB.com


Honorable Johnny Ellis 
January 31, 2011 
Page 2

SB 74 is discriminatory against small employers as the mandate applies only to those 
who provide coverage regulated by state insurance statutes, but not programs offered by 
the state and other governmental entities, unions, or large employers who typically offer 
ERISA programs. Thus it creates a less fair business environment for Alaska’s small 
employers and favors outside business interests.

Denni^L. DeWitt 
Alaska State Director

cc: Health and Social Services Committee

National Federation of Independent Business -  ALASKA
P. 0. Box 34761«luneau, AK 99803-4761*907 723 6667»www.NFIB.com
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LIST OF POSSIBLE TESTIFIERS

Millie Ryan (HSS)

Judith Ursitti, Autism Speaks

Mark Lambright, Oliver Wyman Actuarial Consulting

Dennis Bailey, bill drafter

Stephen Williams, Mental Health Trust Authority

Kelly Donnelly, Stone Soup Group



M a r c h  2 9 ,  2 0 1 0

Please add my support for the Autism Insurance Coverage Bill. I have a 16 year old 
son with autism who was diagnosed when he was 4 years old by Dr. Brennan in 
Anchorage. When he was little my pediatrician told me to expect nothing from him, 
he would never be functional. Fortunately, a mother does not always listen to such 
advice.

He started receiving services before he was three at the Infant Learning Program. 
They gently guided me to the special ed preschool program at the school district. 
They set me up with a private speech therapist who came to the house twice a week. 
Speech therapy cost $150/hour and occupational therapy (we used it for sensory 
therapy) cost $57.50/15 minutes. Our private insurance had a maximum lifetime 
limit of $10,000 for these therapies. Caleb was maxed out by age 5 on our insurance.

We were able to gain coverage through TEFRA which is a part of Medicaid that 
covers autism if they have another physical disability. It was always iffy if he was 
going to qualify because he was a healthy child, other than the autism. I appealed 
several times through TEFRA to keep his services. At times in his young life he 
received therapy almost daily. The bill would have been over $500/week without 
state help.

With the help of Fairbanks Resource Agency (respite care, who because my part 
time therapists), TEFRA help, family help, school help, church help, adaptive rec 
help, speech and OT help, my son now goes to Lathrop High School on his own. He 
has one special ed class -  study skills. We are approaching the end of his high school 
life and we have so much more to go.

Autism is a medical disability. It should be covered by insurance. The state can no 
longer afford to shoulder the entire bill for autism. This disability affects all of us.
We should all pay.

Sincerely,

Amber Cheney 
1015 Galena St.
Fairbanks, AK 99709
907-452-7294
cheneyamber@yahoo.com

A l a s k a  S e n a t o r s  a n d  R e p r e s e n t a t i v e s ,

mailto:cheneyamber@yahoo.com
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Jack C. McRae
Senior Vice President

Representative Wes Keller 
State Capitol Room 432 
Juneau, Alaska 99801

Re: SB 74, Mandated Autism Benefit

Dear Representative Keller,

On behalf of Premera Blue Cross Blue Shield of Alaska, I would like express our policy concerns with 
SB 74, which mandates coverage for autism spectrum disorders (ASD) for children under age 21.

Premera fully understands the challenges faced by children with autism and their families. Therefore, we 
want to approach this issue in a manner that is in their best interest, balanced by the interests of all the 
members we serve. Accordingly, we would like to highlight the following information for your 
consideration:

• The mandate included in this legislation does not extend to the State of Alaska’s employees, Native 
health plans, federal employees, Medicare, Medicaid, or to self-insured groups.

• Therefore, SB 74 imposes an expensive mandate exclusively on Alaska’s employers and individuals.

-  The employer and individual markets comprise only 15% of Alaskan citizens.

-  These two markets are fragile and disproportionally affected by “one size fits all” mandates.

-  This is a burdensome mandate for the state to impose on just the 15% of Alaskans who have 
private insurance, without imposing the same mandate on itself for its employees and other 
populations with publicly-funded insurance.

• We would like to reiterate that under federal health care reform, the subsidized cost of any new 
mandate passed by a state after December 31, 2011 must be picked up by the State if the mandate is 
not included as part of “essential health benefits.”

-  This means that federal subsidies offered in the Exchange will not cover the cost of any new 
mandates: states would be required to pay this cost for subsidized individuals in the 
Exchange.

-  Using data presented to the Alaska Health Care Commission in October 2011 and March 
2012, the state would be financially responsible for covering the cost of autism treatment for 
subsidized individuals in the Exchange, estimated to be 47,000 Alaskans in 2019.

• We also operate affiliates in two other states that have considered autism mandates during the past 
few legislative sessions.

P.O. Box 327 
Seattle, WA 98111

tel 425.918.5757 
fax 425.918.5635 
jack.mcrae@premera.com

www.premera.com An Independent Licensee of the Blue Cross Blue Shield Association

mailto:jack.mcrae@premera.com
http://www.premera.com


Representative Wes Keller 
Page 2

A p r i l  6 ,  2 0 1 2

-  Washington State has not passed a similar, less extensive autism mandate bill, primarily due 
to the estimated cost impact of the bill to the state, more specifically the impact to the state 
employee plan. The state estimated a fiscal impact to the state employee health plan of over 
$140 million impact for the first biennium, growing to over $200 million per biennium in future 
years.

-  This equates to state costs of between $68 and $192 per month for a family of four.

-  Similarly, Oregon did not pass an autism mandate due to cost.

We offer this information in light of increasing autism prevalence rates: another factor to consider related 
to this legislation. In late March 2012, the Centers for Disease Control and Prevention increased its 
estimate for autism prevalence rates to 1 in 88 children who will be identified with an autism spectrum 
disorder (ASD).

Before voting on SB 74, we believe it is important—from a policy perspective—to determine what the 
short- and long-term costs of SB 74 would be on the State Treasury, and on those individual Alaskans and 
small businesses who will bear the financial burden of the mandate.

We appreciate your consideration of this input with respect to Senate Bill 74. Please feel free to give me 
a call if you have any questions pertaining to this letter.

Sincerely,

Jack C. McRae 
Senior Vice President
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The Honorable Wes Keller, Chau-
House Health & Social Services Committee
Alaska State Legislature
120 4th Street
State Capitol, Room 3
Juneau, Alaska 99801-1182

RE: SB 74 Mandated Insurance Coverage for Autism Spectrum Disorder 

Dear Representative Keller:

Senate Bill 74 proposes to lay an expensive new burden on small businesses already struggling 
to provide health care. SB 74 mandates new and unprecedented coverage for autism and requires 
small businesses to cover the costs. The bill does not include the state nor most local 
governmental agencies. Federal law already exempts most large firms and union health plans 
from the mandate.

The Legislature has virtuous intent in addressing the serious epidemic of autism, but SB 74 goes 
beyond coverage parity with other diseases and could cost millions of extra dollars for privately 
insured Alaskans and the dwindling number of small employers who provide health benefits.

It is understandable that legislators consider the autism mandate too expensive for the state, but it 
is puzzling that, at a time when the ranks of the uninsured swell, they expect Alaska small 
businesses to shoulder a burden that government itself is unwilling to take on. In addition to the 
economic implications, lawmakers are also sending a highly contradictory message to their 
constituents. If this legislation is important, why shouldn't state workers and the thousands of 
low-income children covered by Denali Kid Care and Medicaid have the same access to this new 
coverage?

The unfairness of SB 74 is compounded by federal law, which prohibits states, including Alaska, 
from placing such mandates on large employers who self-insure. So if you are a larger business, 
you can operate under one lower-cost, lower-mandate set of federal rules; however, if  you are an 
Alaska small business, you must comply with 28 mandates (29 if SB 74 becomes law) that drive 
up the costs.

American small businesses, which employ 80 percent of the nation's workers, are at the dead 
center of the health-care crisis in the country. Whereas 99 percent of big companies and 
corporations provide health care for their employees, less than half (47 percent) of small business 
owners can afford to do so, according to studies by the National Association of Insurance 
Commissioners and the Kaiser Family Foundation. Small business that do struggle to provide

A p r i l  2  2 0 1 2

N a t i o n a l  F e d e r a t i o n  o f  I n d e p e n d e n t  B u s i n e s s  -  A L A S K A
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health care for their employees also pay 18 percent more in premiums than the largest firms do — 
for the same benefits — according to a Commonwealth Fund-supported study.

No one should get trapped into an argument over whether or not it is important to include autism 
in health coverage. What small businesses have been asking for is the ability to work with health 
insurers to individually tailor health plans that fit the needs of their particular businesses and 
their employees — which might or might not include autism coverage — rather than be forced to 
operate under the one-size-fits-all, legal straightjacket of mandates. So far, states, including 
Alaska, have said no. "Pay up or drop health care if you can't afford it," has been the effective 
response.

SB 74 is discriminatory against small employers as the mandate applies only to those who 
provide coverage regulated by state insurance statutes, estimated to be only 15% of Alaska’s 
population. It does not cover programs offered by the state and other governmental entities, 
unions, or large employers who typically offer ERISA programs -  about 70% of our population. 
Thus, it creates a less fair business environment for Alaska’s small employers and favors outside 
business interests.

Even with this legislative mandate and its heavy negative impact on small businesses, only 15% 
of Alaska’s population will be affected and 85% will not. It will offer no help to the 121,000 
uninsured Alaskans. If Senate Bill 74 becomes law, its first and most lasting effect will be to 
increase the cost of health insurance and contribute to driving more Alaska workers into the 
ranks of the uninsured.

T h e  H o n o r a b l e  W e s  K e l l e r

J a n u a r y  3 0 , 2 0 1 2

P a g e  2

Alaska State Director

Cc: NFIB/AK Leadership Council
Senator Johnny Ellis
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Your source fo r sta le health data
facts.org

H e a l t h  C o v e r a g e  &  U n i n s u r e d

Compare: High/Low/US §  Two locations: AK and US

Facts A t-A -G la n c e

Health Insurance Status of Total Population

AK
# °/o

US
#

Notes
%

- % total population
Employer 357,200 53 149,890,200 49
Individual 19,500 3 14,926,300 5
Medicaid 92,500 14 48,400,200 16
Medicare 49,100 7 38,128,000 12
Other Public 36,600 5 3,942,500 1
Uninsured 121,800 18 49,903,900 16

Nonelderly Uninsured Rate by FPL - - - - % nonelderly uninsured
Under 100% 47,000 36 19,933,800 34
Under 139% 59,400 34 26,330,200 34
139-250% 30,600 24 11,869,700 24
251-399% 19,500 14 6,235,200 12
400%+ 10,200 6 4,676,900 5

Firms Offering Insurance by Size - - - -
Firms with Fewer than 50 Employees - 29.6 - 39.2 % offer insurance
Firms with 50 Employees or More - 93.4 - 96.4 % offer Insurance

Percent of Firms Offering Insurance - 44.4 - 53.8

Health Insurance Coverage of Children, states 
(2009-2010), US (2010)

Distribution of the Nonelderly with Medicaid by 
Age, states (2009-2010), U.S. (2010)

IN  Uninsured  

LJ Other Public 

Medicaid 

Individual 

H I Em ployer

Alaska

197.800
United States 

79.284.600

Alaska
84,800

•  65%  Children 60%  •  

•  35% Adults 40%  •

United States 
45,046,700

Please see statehealthfacts.org for sources and notes.
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Market <i> JZCL inCL inCL Q>d U>

P rem era Individual - excluded
G ro u p  P la n s X X X <7 years
Mental health rider X X all
Pharmacy rider X all

M ega (2) Group X X X X >2 - <6 years
A etn a Group X

A etn a (3) Group X X <7 years
T im e/Jo h n  A lden Individual/Group ■
C eltic Individual X

ODS Individual/Group X

C o n n e c tic u t G eneral Group
T ru stm a rk Group X X

U nited H ealth care Group X X X X X X

(1) alternative visit limit may be selected by policyholder
(2) Texas Mandate
(3) Short Term, optional benefit requested by policyholders, limits selected by policyholde 

OPTIONAL Rider
Entirely Excluded



$2500 limit on all psychiatric care

Neurocognitive therapy [$1,000 - $10,000] annual max, Home health care [$50,000 - $100,000]

;r, mirrors Washington mandate



'w

inpatient: 30 days/calendar year, outpatient: 45 visits/calendar year
inpatient: {6} days/calendar year, outpatient: {12} visits/calendar year(1)

{20 - unlimited}

10-100 days/calander year



Janet Ogan

From : Hall, Linda S (CED) <linda.hall@alaska.gov>
Sent: Friday, March 30, 2012 5:08 PM
To: Ernest Prax
Cc: Janet Ogan; Koeneman, Crystal A (CED); Thayer, Curtis W  (CED)
Subject: RE: SB 74 and health care exchanges
A ttachm ents: Autism Coverage in Alaska 2012.xlsx

First, attached is a chart with analysis of mental health coverage in the various policies currently written in Alaska. We 
do not have a coverage today that is labeled as Autism or Autism Spectrum Disorder. Coverage is determined by CPT 
codes for specific services but there is nothing specifically labeled as Autism coverage.

Under the federal health care bill, there will need to be a definition of "essential benefits" that are determined by each 
state. These are based on the three largest small group health insurance plans in effect today. This would be the 
coverage mandated in the health exchanges. Today since we do not have coverage specifically for Autism, it is fair to 
assume that this would not be one of the "essential benefits", it is my understanding that there is some risk to a state 
when adopting mandates now, in that if the mandate is not already in effect and is not included in the essential benefits, 
the state may be obligated to pay for the coverage required under the mandate.

We do not know if the mandated coverage would apply to Medicaid but it would apply to private insurance plans and in 
some instances to self-insured plans. This is a complex issue and there are still a number of unclear provisions with 
regulations continuing to be promulgated by the Department of Health and Human Services and CMS. I am sorry I 
cannot be more precise in answering the questions.

Linda Hall 
Director
Alaska Division of Insurance 
907-269-7900
From: Ernest Prax Fm a ilto :E rn e s t P rax@ leqis.sta te .ak.us1 
Sent: Friday, March 30, 2012 8:34 AM 
To: Hall, Linda S (CED)
Cc: Ogan, Janet B (LAA)
Subject: SB 74 and health care exchanges 
Im portance: High

Hi Linda,

Rep. Keller would like to know what would happen if SB 74 (Autism Spectrum Disorder Insurance) is passed in 
the following context. If this insurance coverage is mandated by the state, under ObamaCare, is everyone in the 
established health exchanges required to offer autism spectrum disorder coverage—private, self-insured, 
Medicaid?

Thanks,

Ernest Prax
Office of ‘'Representative 'Wes KeCCer 
State CapitoC, (Room 432 
Juneau, J47C 99801 
Rhone: 465-2186; Tcoq 465-3818

1
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Health Coverage of Alaska Population

□ S e lf-In su red

□ In su red /S ta te  R egu la ted  

■ M edicaid

□ M ed ica re
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□ U ninsured



Alaska Impact 2019 ( M A F A  P r o j e c t i o n s )

Increase in health care spending: +$289 M 
a  S t a t e  o f  A l a s k a :  + 4 1 M

■ A l a s k a  H o u s e h o l d s :  $ 1 2 4  M

■ F e d e r a l  G o v :  $ 1 2 4  M

Increase in insurance coverage: +53,000 Alaskans 
* M e d i c a r e :  o

■ M e d i c a i d :  + 3 8 , 0 0 0

■ E m p l o y e r  s p o n s o r e d :  - 4 5 , 0 0 0

« E x c h a n g e s :  + 7 8 , 0 0 0  (60% supported by fed subsidies)

■ O t h e r  P r i v a t e :  - 1 8 , 0 0 0

■ O t h e r  P u b l i c :  o

2 9
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SCIENTIFIC 
A M E R IC A N "
Permanent Address. http://www.scientificamerican.com/article.cfm?id=autism-new-criteria

R e d e f i n i n g  A u t i s m :  W i l l  N e w  D S M - 5  C r i t e r i a  f o r  A S D  
E x c l u d e  S o m e  P e o p l e ?
Experts call for small and easy changes to the Diagnostic and Statistical Manual, the "bible" of psychiatry, so that 
everyone with autism spectrum disorder qualifies for a diagnosis
By Ferris Jabr | Monday, January 30, 2012 | 7

People have been arguing about autism  for a long tim e—about what causes it, how to treat it and whether it qualifies as a mental 
disorder. The controversial idea that childhood vaccines trigger autism also persists, despite the fact that study after study has failed to 
find any evidence of such a link. Now, psychiatrists and members of the autistic community are embroiled in a more legitimate kerfuffle 
tha t centers on the definition of autism and how clinicians diagnose the disorder. The debate is not pointless semantics. In many cases, 
the type and num ber of symptoms clinicians look for when diagnosing autism determines how easy or difficult it is for autistic people to 
access medical, social and educational services.

The controversy rem ains front and center because the American Psychiatric Association (APA) has alm ost finished redefining autism, 
along with all other mental disorders, in an overhaul of a hefty tom e dubbed the D ia g n o s t ic  a n d  S t a t is t ic a l  M a n u a l  o f  M e n t a l D is o r d e r s  

( D S M ) — the essential reference guide that clinicians use when evaluating their patients. The newest edition of the manual, the D S M -5, is 
slated for publication in May 2013. Psychiatrists and parents have voiced concerns that the new definition of autism in the D S M -5 will 
exclude many people from both a diagnosis and state services that depend on a diagnosis.

The devilish confusion is in the details. When the APA publishes the D S M -5, people who have already met the criteria for autism in the 
current D S M - T V  will not suddenly lose their current diagnosis as some parents have feared, nor will they lose state services. But several 
studies recently published in child psychiatry journals suggest that it will be more difficult for new generations of high-functioning 
autistic people to receive a diagnosis because the D S M -5 criteria are too strict. Together, the studies conclude that the major changes to 
the definition of autism  in the D S M -5 are well grounded in research and that the new criteria are more accurate than the current D S M -  

T V  c r it e r ia .  But in its efforts to make diagnosis more accurate, the APA may have raised the bar for autism a little too high, neglecting 
autistic people whose symptoms are not as severe as others. The studies also point out, however, that minor tweaks to the D S M -5 
criteria would make a big difference, bringing autistic people with milder symptoms or sets of symptoms that differ from classic autism 
back into the spectrum

A new chapter
Autism is a disorder in which a child's brain does not develop typically, and neurons form connections in unusual ways. The major 
features of autism are im paired social interaction and communication—such as delayed language development, avoiding eye-contact 
and difficulty making friends—as well as restricted and repetitive behavior, such as repeatedly making the sam e sound or intense 
fascination with a particular toy.

The D S M -5 subsum es autistic disorder, Asperger’s disorder, childhood disintegrative disorder, and pervasive developmental disorder 
not otherwise specified (PDD-NOS)—which are all distinct disorders in D S M - IV — into one category called autism spectrum  disorder 
(ASD). The idea is tha t these conditions have such similar symptoms that they do not belong in separate categories, but instead fall on 
the same continuum.

Essentially, to qualify for a diagnosis of autistic disorder in D S M - IV ,  a patient must show at least six of 12 symptoms, which are divided 
into three groups: deficits in social interaction; deficits in communication; and repetitive and restricted behaviors and interests. In 
contrast, the D S M -5 divides seven symptoms of ASD into two main groups: deficits in social communication and social interaction; and 
restricted, repetitive behaviors and interests. (For a closer look at the changes, read the companion piece: "Autism Is Not a Math 
Problem". You can also compare D S M - IV  and D S M -5 criteria for autism on the APA's Web site.)
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