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Re: Support of Dylan's Law Senate Bill 2532, Relating to Health Insurance Coverage for
Autism Spectrum Disorders
Senate Committee on Consumer Protection & Commerce
February 8. 2008, 1:15 p,m., Room 016

Dear Chair Ige, Vice-Chair Fukunaga, and members of the Senate Consumer Protection &
Commerce Committee:

We are writing as concerned parents and citizens to express support of Senate Bili 2532,
otherwise known as Dylan's Law. This bill mandates health insurance coverage for autism
spectrum disorders.

We are parents of a 4 year old son on the autism speotrum named Billy, Billy was diagnosed With
autism by a Depertment of Health psychologist days before his third birthday. When he turned 3
he attended a DOE Special Education Preschool for 5 months. UnfortunatelY, we as parents, and
our team of experts in the fields of psychology and autism, felt that the "Free Appropriate PUblic
Education (FAPE) guaranteed to my son by federellDEA law, was not appropriate for my son's
unique learning needs. We therefore were forced to file for due process, took Billy out of the
DOE Special Education preschool, and put him in a private preschool aloJ:lg With the.Applied
Behavior Analysis (ABA) therapy thet we felt was appropriate for his disabling condition.

With the changes we have made to Billy's education and therapy, he has made amazlng progress
in one year. Here are. some examples: Whereas before he could barely answer a simple
questlol) and spoke in terse, awkward 3-4 word phrases, now he Is having conversations with us,
speaking in sentences with over 10 words, and Is able to express increasingly complex ideas.
Whereas before the extent of his playing with toys was spinning the Wheels of cars, now he uses
them appropriately, makes the "zoom zoom" sounds. and at times even narrates what he Is
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doing, What we are most excited and thrilled about Is that he is now talking to and interacting
with his peers In preschool.

We are optimistic that with continued intensive therapy in hIs formative years. Billy will eventually
shed his diagnosis and become a fUlly Independent, contributing member of society. Without such
therapy. children With autism become lifelong dependents oftheirfamilles, and the state. For
each child affected by autism, the socioeconomic drain on public resources Is immense.

These Improvements were a direct result of the Intense Applied Behavior Analysis (ABA) program
that we implemented for Billy. However, because this type of therapy is time consuming, highly
Individualized, and must be implemented by trained therapists and consultants, we truly pay
through the nose. Our costs range from $7000 to over $10,000 per month. Despite the
exorbitant cost, it Is all worthWhile to see our son play with his 2 year old sister, play appropriately
with his toys. converse with us, and for us to see so many other skills emerging. We feel truly
blessed that due to our present circumstances we are able to afford the therapy for now.
However, It is still an enormous burden on our family. Any amount of financial help from
Insurance companies would help us immensely and would trUly be appreciated,

Autism is a ccmplex neurobiological disorder that currently affects 1 In 150 children, according to
the Center tor Disease Control. It Is a medical diagnosis as defined in tha DSM IV - Diagnostic
and Statistical Manual of Mental Disorders Fourth Edition (ICD-9 code 299.0) which requires
treatment services from trained medical professionals and a full-renge of therapies. The
therapies Include speech therapy, occupational therapy, and intensive behavioral therapy, such
as Applied BehaVior Analysis (ABA), among others. With proper medlcallnlerventlon and
intensive therapies children with autism can Improve to such an extent that they can enter
mainstream classrooms unassisted. In our personal experience, such therapies are successful
but expensive, Children with autism have been denied coverage for necessary therapies by
private health insurance companies, It is Incredulous that such a serious medical disorder has
been universally denied coverage by medical insurance carriers. Medical insurance carriers must
be required to provide coverage for Autism therapy, Virtually all families of children with autism
are deeply In debt as a result of the lack of insurance coverage for these necessary therapies.
Currently these costs are borne by families, and the Departments of Education and Health, With
the epidemic Increase in prevalence of this disease, the state will be facing a crisis with already
strained finances and resources, In the end, the victims will be our children,

The cost of paying for the therapies out of pocket not only causes financial strain for the families,
but it also causes heavy emotional distress. For many of these families, the stress is more than
they can bear and many marriages end in divorce, In spite of the burdens of autism on the
insurance companies. the government, the families, end society as a Whole, the most important
Issue Is the child. Dylan's Law is about all children with autism who deserve to have a better
quality of life.

We urge you to pass Dylan's Law Senate Bill 2532 and make insurance coverage for autism a
reality. The children with autism In Hawaii deserve to have the opportunity to thrive.
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Sincerely,
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Dr. nd Mrs. William K. Wong, Jr. M.D.'
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TESTIMONY ON SENATE BILL NO. 2532 - RELATING TO HEALTH INSURANCE.

TO THE HONORABLE DAVID Y. IGE, CHAIR, AND MEMBERS OF THE COMMITTEE:

My name is J. P. Schmidt, State Insurance Commissioner ("Commissioner"),

testifying on behalf of the Department of Commerce and Consumer Affairs

("Department"). The Department takes no position on this bill, which creates a

mandated benefit for the diagnosis and treatment of autism spectrum disorders for

persons under age twenty-one.

The Department does not have the medical expertise necessary to express an

informed opinion on the merits of this bill. In addition, mandated benefits help some

patients, but also increase premiums for consumers. Weighing these complex issues is

best left to the wisdom of the Legislature. It should also be noted that prior to enacting

mandatory health insurance coverage, there must be a review by the Legislative Auditor

pursuant to Hawaii Revised Statutes section 23-51.

We thank this Committee for the opportunity to present testimony on this matter.
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From: Sarah Haws [sarahhaws@hotmail.com]

Sent: Friday, February 08, 2008 2:04 PM

To: testimony

Subject: Senate Committee On Health

Please send this written testimony to Room 016

In support of Dylan's Law 582532.

I provide my testimony in writing supporting a law to pass that insurance companies should
provided Applied Behavior Analysis treatment to children with Autism Spectrum Disorders for
the following reasons:

1. Autism is a neurological disorder just like Alzhiemers disorder but does not get equal
treatment from insurance companies.

2. Applied Behavior Analysis has been researched and shown to be effective for all children
with Autism Spectrum Disorders in helping them learn functional skills and adapt to
society.

3. If insurance companies do not help treat autism while children are young, it will cost them
more when they get older. Helping children learn the necessary functional skills when
they are young will help them live a happier and healthier life.

4. Divorce rate is high with families affected by autism causing emotional and physical
stress on the whole family thus creating other medical and psychological problems.

In the end, research has shown that if children receive early intervention using Applied
Behavior Analysis treatment, the symptoms of the disorder are decreased dramatically and
sometimes near none. Early intervention for children with autism provided to them now
means preventing higher treatment costs later. We also allow children to reach their full
potential who can be productive contributors to society.

Sarah Haws, MSCP
Behavior Analyst/Consultant
Child Enrichment Center, LLC
(808) 284-7225

2/812008



AUTISM SOCIETY OF HAWAI'I
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February 8, 2008

COMMITIEE ON HEALTH
Senator David Y. Ige, Chair
Hawaii State Capitol
415 South Beretania Street
Honolulu, Hawaii 96813

COMMITIEE ON HEALTH
Senator Carol Fukunaga, Vice Chair
Hawaii State Capitol
415 South Beretania Street
Honolulu, Hawaii 96813

Re: In strong support of Dylan's Law SB2532, Relating to Health Insurance Coverage for Autism
Spectrum Disorders Senate Committee on Health, February 8,2008,1:15 p.m., Room 015

Dear Chair Ige, Vice-Chair Fukunaga, and members of the Senate Health Committee:

I am writing to express my strong support of Senate Bill 2532, otherwise kllO\Vn as Dylan's Law.
This bill mandates health insurance coverage for autism spectrum disorders.

Autism is a complex neurobiological disorder that cUlTently affects 1 in 150 children, according to
the Center for Disease Control. This disorder affects boys four times more likely than girls. Autism
impairs a person's ability to communicate and relate to others, and is often associated with
repetitive behaviors, poor eye contact, and rigidity in routines. Children v"ith autism often have
co-occurring conditions, such as behavioral problems, speech disorders, depression, anxiety,
muscle or joint problems, ear infections, vision and hearing problems, and allergies. The wide
range of co-occurring problems leads to their need for services from trained medical professionals
and for a full-range of therapies. The therapies include speech therapy, occupational therapy, and
intensive behavioral therapy, such as Applied Behavior Analysis (ABA), among others. With
proper medical intervention and intensive therapies children with autism can improve to such an
extent that they can enter mainstream classrooms unassisted.

Unfortunately, children with autism are often denied coverage for necessary therapies by private
health insurance companies. One important therapy denied by insurers is Applied Behavior
Analysis (ABA). ABA has a decades-long record of efficacy. It is a data-based intervention for
autism that has over forty years of research behind it. In a 1987 study by Ivar Lovaas, the children
who underwent early intensive ABA therapy achieved higher educational placement and
increased IQ levels than those who did not. ABA is recognized by The U.S. Surgeon General's
2001 Report on Mental Healtll as the treatment that is widely accepted as being effective for
autism, and the National Institute of Child Health and Human Development ack1lowledges that
Applied Behavior Analysis is an effective treatment for autism. Although ABA is the single
intervention most often sought by parents of children with autism, insurers frequently deny it as a
benefit. As a result, families are often forced to pay for these costly services out of pocket.

Too many families of children with autism are deeply in debt as a result of the lack of insurance
coverage for these necessary therapies. However, the cost of paying for the therapies out of pocket
not only causes financial strain for the families, but it also causes heavy emotional distress. For
many of these families, the stress is more than they can bear and many of the marriages end in
divorce. But in spite of the burdens of autism on the insurance companies, the government, the
families, and even on society as a whole, the most important point in this issue is the CHILD.



Dylan's Law is about all children with autism who deserve to have a better quality oflife.

I urge you to pass Dylan's Law Senate Bill 2532 and make insurance coverage for autism a reality.
The children with autism in Hawaii deserve to have the opportunity to tlllive.

Cft~-
NaolG~s~::-~
Autism Society of Hawai'i, president



TESTIMONY IN SUPPORT OF SB2532

Legislators,

I am here to testify in support of SB2532, known as Dylan's law.

I am the parent ofa child with autism. Some ofyou may know, autism affects 1 in 150
children, a huge increase from the 1970's when the rate was 2 or 3 per 10,000. It is the
fastest growing developmental disability. It is more common than childhood cancer and
diabetes combined.

The standard of care for autism is behavioral therapy. The form ofbehavioral therapy
best studied and shown to be successful is ABA - applied behavior analysis. That is
why the bill is specific in it's provision for ABA therapy.

When our child was disagnosed, doctors told us to get him into behavioral therapy right
away. But even though it is recommended by the best pediatric neurologists in the
country, there is no insurance coverage for this. We were paying out ofpocket for this
critical intervention.

ABA is a proven success. Studies have shown improvement in most of the children, and
some have recovered from autism using this therapy. Early intervention is critical. This
can change a child's outcome from being dependant on the State as an adult, to being
independent. Aside from the humanitarian justification, it is financially prudent.

Other health conditions are covered by insurance. Why should autism be any different?

Please pass bill SB2532.

Mahalo,

Don King
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Executive Summary

Autism is a complex neurobiological disorder and is the j~1stesl-growing serious

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

1SO 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 cO\/erage for Applied

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

This document contains eight arguments in f~lvor 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. <md

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

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

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

difficult time accessing necessary treatments through r'v1cdieaid and private health

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

hardship for many hll'nilies, 'vvho are often forced to cope 'vvith 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, 'vvhich arc the most effective forms of treatment and have

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

We then comment on the experiences of several states v,'ith insurance reform. Their

experiences shO\v that the policy holder costs resulting 1'rom the passage of legislation

requiring comprehensive autism services have been relatively small.

Finally, \ve point out that the mandate offers hope that children \\'ith autism \viII need less

intensive care in the future. They \vill. 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 \vas founded in

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

Wright is Vice Chairman, General Electric and served as chief executive officer of NBC

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

for Autism Research (NAAR) and Cure Autism Novv (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 kno\\ln as autism spectrum disorders (ASD).

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

pediatric canceL diabetes, and AI DS cornbined. [t occurs in all raciaL ethnic. and social

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

abilitv to communicate and relate to others. It is also associated vvith ri4':id routines and. ~

repetitive behaviors, such as obsessively arranging objects or 1~)lIo\ving 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 vvith autism have a tremendous need t<:)f 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
detieit/hyperactivit:y disorder. stuttering, stammering. and other speech problems,
depression and anxiety problems. bone. joint, or muscle problems. car 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 CJ. Guerney and others l highlights the broad medical needs of
children with autism. Using data from the National Survey of Children's Health,
Guerney showed that relative to children without autism. children "vith autism require
more services for physicaL occupational. and speech therapy. Children with autism arc
also much more likely to have poor health, to require medically necessary care for
behavioral problems, and to be using 111edications. As 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 ITlOre visits to a range of
medical service providers than parents of children without autism.
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This reform of private health insurance coverage \vill 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 coveragt' by private group health insurance companies,
parents are often forced either to pay out-of-pocket or forego the tJ'eatments their
children need.

Children with autism hlce 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 "'lith autism, lack of access to services can be the cause of inconsistent and
uncoordinated care. Children with autism often experience barriers to access \vith even
greater frequency theU1 children \vith other special health care needs. In L1C!, one study
found that "over one-third of the children \\lith autism 'A'ere reported to have experienced
an access problem with respect to specialty care fi'om a medical doctor in the preceding
12 months." -' A study of the Tennessee Medicaid system. TennCare, found that for
children with autism, "the rate of service use was only one tenth w'hat should be expected
based on prevalence rates." The chart belo\~l illustrates these results and the significantly
[ower rates of scrvice access for chi ldren \\lith autism.
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Within the Medicaid system, the amount of public money spent for services for
developmental disabilities including autism is nov, eight times the rate of spending just a
fevv' decades aao. 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 ai' Medicaid
recipients, and an even lnore significant portion (31 o~)) of disabled chi Idren use the
Medicaid system as their primary insurer.

Medicaid suffers from '/ery kw/ reimbursement rates that make it difficult for rnany
locations to retain service providers. Moreover. services that can be accessed through the
Medicaid system are oJten inadequate at meeting the specific needs of a child with
autism. The system operates as a short-term service provider. tending to pusb children
through treatment as quickly as possible. The success of the Applied Behavior Analysis.
however, depends in paJi, on the amount of time the child \vith autism spends with the
provider of the therapy. (i

The failings of Medicaid point to the importance of the private health care sysTem in
providing services to children with autism. But natiom.vide there are very few private
insurance companies or other employee beneJit 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 cO'v'ered if used to
treat a dilJerent condition.',7 i\ 2002 study by Pamela B. Peele ancl others of 128
behavioral health plans administered by' one of two large managed behavioral health
organizations found that all the plans had somc type of limit on bcndlts for bchavioral
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. x

Families that refuse to allow their children to suffer through the inadequate Medicaid
system and are denied coverage by their private health insurance carriers orten end up
paying for therapies out of their ovm pockets. For these families. the financial burden is
immense. Without the negotiating pO\vcrs 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 wlw cannot
access adequate therapies through the Medicaid system simply go \vithout these
interventions.
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Argument 3: Mandated private insurance coverage will bring effective autism
services within thc reach of the children \'vho need them. Thc 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 vvill allm\' children \.vith 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 ofchildren who receive ABA are placed into mainstream
educational settings. Children who begin their treatment vvith minimal TQ levels end

~ ~

treatment with substantially higher levels of intellectual functioning. These results have
been sho\:vn to last well beyond the end of treatment. As such, the effectiveness of ABA
therapy has allmved many children to f()rego costly intensive special educatioJl in the
future.

Lovaas:

The most famous study of the dTectiveness of behavioral modiJlcation treatments \'vas
conducted in 1987 by O. IvaI' Lovaas. 'J Lovaas's study shov\"ed that \v'hen compared w'ith
other treatment programs that provide minimal therapy, Applied Behavior Analysis is
extremely effective in helping many children struggling "vith autism, providing gained
capacity for intellectual functioning and allowing a child to progress ed ucationally.

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
receiveclmore than 40 hours of one-to-one treatment per week. and 19 subjects \vere
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 1110re years.

Upon follO\v-up at age 7, the experimental group attained significantly higher results on
education placement and TQ levels than the control group. According to the results of
Lovaas's study, the 19-subject experimental group shO\ved nine children (4 7~i(1) 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 follo\ved in 1993 by another study of these same 38
subjects. The objective of John J. McEachin's study \-vas to discover the long-term
effects of Lovaas's early intensive behavioral treatment and to lind out if the results of
h . I' ~. I (It e expenmenta group \overe preserveu over tnne.
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For this study, Lovaas's original subjects \VCTe evaluated at a mean age of elnen-and-a­
half years. The study was presented in two parts: the tirst examined \vhether the
experimental group had maintained its treatment gains. the second part focused on the
nine subjects \vho had achieved the greatest gain in the original study and examined the
extent to \vhieh 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 tcrms 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 \vere in a regular class, as had been true at the age
7 evaluation." (McEachin, sUJ)ra note 10.) In terms of intellectual functioning. the studv

,-. "
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 bet\veen age 7 and the time of the current evaluation." Finally, in
tenns of presence of adaptive and maladaptive behaviors. "the findings indicate that the
experimental group showed more adaptive behaviors and fe\ver maladaptive behaviors
than did the control group." (McEachin. SUf.Jr(J note 10)

Based on these Endings. the eilectiveness of ABA and other structured behavioral
programs, as provided by the proposed benefit \-vould be experienced in the shOJi-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.

ABA is the treatment of choice f()r autism. Its efticacy has been recognized in a number
of prominent reports, including the following:

.:. The 2001 lJ.S. Surgeon General's Report on Mental Health. which states,
"Among the many methods available for treatrnent and education of people vvith
autism. applied behavior analY'sis (ABA) has become \videly 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.·· I I

.:. 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 \vith autism when
such behaviors interfere "vith 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 \vealth of validated and peer-reviewed studies
supporting the efficacy of ABA methods to improve and sustain socially
significant behaviors in every domain. in individuals v,ith autism. Tmpnrtantly,
results reported include 'meaningful' outcomes such as increased social skills,
communication skills academic performance, and overall cognitive functioning.
These renect clinicallY'-significant quality of life improvements. While studies
varied as to the magnitude of gains. all have demonstrated long term n:·tention of
gains made." 13

.:. The National Institute of Mental Health repol1s, "The basic research done by
Tvar Lovaas and his colleagues at the University of California, Los Angeles.
calling for an intensive, one-on-one child-teacher interaction Cor 40 hours a vieek.
laid a foundation for other educators and researchers in the search for illrther
effective early interventions to help those with ASD attain their potential. The
goal of behavioral management is to reinfiJI'ce desirable behaviors and reduce
undesirable ones." 14

.:. The National Institute of Child Health and Human Development lists A.pplied
Behavior Anal vsis amonu the recommended treatment methods fClr AUListTl
S [) '"d I'~'pectrum Isor ers. .

.:. The National Research Council's 200 I report on Educating Children with
Autism acknO\vledged, "There is naVy' 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." [I.>



.:. The Association for Science in Autism Treatment recommends ABA-based
therapies, stating, "ABA is an effective intervention for many' individuals with
autism spectrum disorders:" 17

12
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Argument 5: To combat the difficulty man:y 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 (;are.

While there are several states that have passed autism specific pri vate insurance
mandates, very few states specifically mandate coverage for ADA 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 Dill 20. better known as Ryan's Lmv. was passed by' both the South Carolina
House of Rcpresentati ves and Senate on I'v1 ay 31 . 2007, I ~ The bi II \vas then vetoed by
Governor Mark Sanf<mi on June 6. On June 7. the bill \vas brought back to the House and
Senate 11oors, 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, vvhich are
prescribed by the individual's treating medical doctor in accordance \vith a treatment
plan.

Age Range: An individual must be diagnosed with autistic spectrum disorder at age
eight or younger. The coverage must be provided 10 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. elTective 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 v,ihich kinds of autism-related services are examples of
treatments that must be covered.

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

Age Range: An individual must be bet\\ieen ages three and five to receive this
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coverage.

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

. ·"0autism spectrum dIsorders. -

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

Age Range: All ages are allowed coverage

Dollar Cap: Same as atTorded to physical illnesses
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Argument 6: The costs of the proposed benefit are small and \\"ill 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 i'vfandates in the States 2007. 21 The report defined a
mandate as "a requirement that an insurance company or health plan cover (or oiTer
coverage for) common -- but sometimes not so common - health care providers, benefits
and patient populations. ,. (8unce. supra note 21) Using this definition. the report
identified legislative mandates for autism benefits in ten states: Colorado, DeJ<.1ware.
Georgia, 100va, Indiana (which. as \ve have noted. provides comprehensive benefits).
Kentucky. Maryland. Ne\v Jersey. Ne'vv ·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. :2 In
vetoing Ryan's Lav\' 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. 2J And in Wisconsin, where pending Assembly Bill 417 \vould
provide the same broad coverage Indiana's statute mandates. the Department or
Administration estimates policy increments of between $3.45 and $4.10 per month­
about the same as Governor Sanford's estimate for Ryan's I.av,,'. 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
3\'erage autism insurance CO\ierage mandate wi II cost approximately $50 annually per
policy holder. For only a modest eilect on premiUlTl cost, this insurance reform holds the
promise of significantly improving the Iives of thousands or children.
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Argument 7: By improving outcomes for children with autism, mandated private
insurance coverage 'win 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-8enefitlc'srimares/hr Ic'arl,Y
Intensive Behavioral Intervention/hI' Young Children ll'ith Autism .~ General Model and
Single State Case, examined the cost/benefit relationship or early intensive behavioral
intervention treatment at varying levels of treatment success. 25 The study used estimates
of costs for early intcnsiv'c behavioral interventions (ElH!) froln childhood (age three)
through adulthood (age 55) based on prices in the CO!11!11omvealth of Pennsylvania and
compared these costs \vith the expected amount of income the child \vould earn later in
life to arrive at an estimated cost savings.

With a success rate 01'47 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 $2.439,71 0 to $2.816.535 to age 55,

Tablie 6, Financial beneots at different levels of en'ectivene"s, age 3 55 years. poCr jl)(' cbiklren
sen'oo and per child ~"iCrved Permsyl"vania mndel "
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The study also accounts for the initial investmcnt in early intervention by concluding that
with an initial annual cost of $32,820, the total cost-beneiit savings of ETBT services per
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child with autism or PDD for ages 3-55 years averages from $1,686,061 to $2.816,535
with inf1ation.

According to a 2005 Government Accounting OUice (CiAO) report. "the average per
pupil expenditure for educating a child \\lith autism was more than $18.000 in the 1999­
2000 school year. This amount vI/as almost three tinles the average per pupil expenditure
of educating a child who does not recei ve 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 \vil!. 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, thc 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 borne by everyone. Michael L. Gam's study of the societal costs of
autism, The Lifetime Distrihution oj'the Increl11ental Societal Costs ojA utism, examined
how the large financial burdens of autism afIect not only hunilies \vith an autistic child
b ., 1 nut soclety 111 genera . -

Ganz broke down the costs associated 'vvith 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 ancl
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 \\tith autism (calculated by combining standard average
work-life expectancies for all men and \\!omen with average income and benefits and
estimated age and sex specific labor force participation rates).

According to GalE'S study, direct mcdical 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 S-year age group and
decline hom about $4,000 in the 8-to 12-year age group to around $1.250 for the 18- to
22-year age group." (Cianz, supra note 27)

In terms of direct lTleclical 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 \vith autism incur about $306,000 in incremental direct medical costs,
vv'hich suggests that people with autism spend twice as much as the typical American over
their lifetimes and spend 60(YC) 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 \vell. While in the
first 22 years of life, indirect costs arc 1110stly associated with lost productivity for thc
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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Ganz posited that direct medical costs '·combined \vith very limited to non-existent
income for their adult children \-vith autism combined with potentially lov'ier levels of
savings because of decreased income and benefits while employed, may create a large
financial burden af-lecting not only those t~lmilies 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 vvater and provide their children vvith the medically
necessary, evidence- based treatments that they need. It is to the advantage ofthese
families. to the 1 in 150 children affected by autism, and to all of society that private
health insurance cOv'Crage 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, eviclence- based
treatments that hav'e 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 \vith autism
are routinely denied insurance benefits fortreatnlent of their disorder. vVe believe that
private insurance companies must contribute their l~lir share and partner in the financial
burdens with these hl111ilies.

With every new child diagnosed with autism costing an estimated $3 million over his or
her lifetime, the current practices are both unLlir and not cost elTective in the long run for
states and their citizens. Autism Speaks is confident that many more state goyernments
will recognize the significant long-term cost benefits found in these legislative measures,
will do what is right for their constituents, and \vill pass legislation requiring private
health insurance coverage of autism services.
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