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April 28, 2008

Representative Franklin Foil
320 Somerulos Street
Baton Rouge, LA 70802
Re: Supplement to Impact Report under La. Rev. Stat. Ann. § 24.603.1 (2008)
Dear Representative Foil:

Autism Speaks writes in support of House Bill Number 958 (“HB 958”), which requires health insurance coverage of the diagnosis and treatment of autism spectrum disorders in individuals less than twenty-one years of age.  Autism Speaks is the world’s largest autism advocacy organization.  We are dedicated to increasing awareness of autism spectrum disorders, to funding research into the causes, prevention, treatments of, and a cure for, autism, and to advocating for the needs of affected families.  
Summary of Report

Thousands of Louisiana children with autism use and depend upon the treatments and services required by HB 958.  Louisiana health insurance plans do not generally provide this care.  This lack of coverage results in persons avoiding necessary health care treatment and places unreasonable financial hardship on families.  There is great public demand for autism treatment services, with families looking to their health insurance for help.  The coverage required by HB 958 is likely to decrease the cost of autism treatment and to increase the appropriate uses of this treatment.  HB 958 will reduce the total cost of health care by improving outcomes for children with autism.
Justification for Report
Section 24.603.1 of the Louisiana Revised Statutes Annotated requires an impact report for every bill that mandates health insurance benefits.  The statute in full reads as follows:

§ 24:603.1.  Mandated health insurance benefits; impact reports


     A. Every bill, joint resolution, and simple or concurrent resolution which will require health insurers, health maintenance organizations, or preferred provider organizations to offer mandated benefits or mandated options to its insureds, enrollees, or subscribers shall have attached to it prior to its consideration by any committee of either house of the legislature, unless the committee otherwise decides, an impact report which shall include a reliable estimate of the negative or positive fiscal effect of such measure, including both its costs and savings.  An impact report shall not constitute a part of the law proposed by the measure to which it is attached.

     B. (1) The author of a measure requiring an impact report shall be responsible for obtaining the report from the legislative fiscal officer either directly or through the staff of the house in which the author serves.

          (2) In addition, the chairman of the committee to which such measure is referred may request such a report from the legislative fiscal officer immediately upon referral of the measure and the secretary of the Senate and the clerk of the House of Representatives may request such a report upon introduction of the measure.

          (3) The legislative fiscal officer shall be responsible for obtaining, directly or through another agency, through a political subdivision or agency thereof, through the proponents and opponents of the measure, or through the health actuary of the Department of Insurance, the information necessary to complete an impact report from the agency or political subdivision or agency thereof best suited to furnish the information in the judgment of the legislative fiscal officer.
     C. The impact report shall be factual, brief, and concise, and shall provide an estimate in dollars of the immediate and long-range fiscal impact of the measure.  If no dollar estimate is possible, the impact report shall set forth the reasons therefor.  An impact report shall not contain reference to the merits of the measure.
     D.  As used in this Section, “health insurer” shall include any entity which issues a hospital, health, or medical expense insurance policy, hospital or medical service contract, employee welfare benefit plan, health and accident insurance policy, or any other insurance contract of this type, including a group insurance plan and a self-insurance plan.
Autism Speaks understands that an impact report has been prepared for HB 958.  We supplement that report with this submission, which addresses a broader range of issues.
Assessing the Impact of the Proposed Health Coverage
The Treatments Required by HB 958 Are Generally Used by a Significant Portion of the Population of Louisiana
HB 958 would affect Louisiana children with autism.  The bill requires insurers to provide coverage for “autism spectrum disorders,” a term described as “any of the pervasive developmental disorders as defined by the most recent edition of the Diagnostic and Statistical Manual of Mental Disorders (DSM), including Autistic Disorder, Asperger’s Disorder, and Pervasive Developmental Disorder Not Otherwise Specified.”
The terms “autism,” “autistic spectrum disorder,” “autistic disorder,” “Asperger’s syndrome,” and “pervasive developmental disorder not otherwise specified” merit further description.  All of these terms refer to a disorder that in recent years has received far greater attention than ever before.  

What is autism?  Autism is a general term used to describe a group of complex developmental brain disorders known as pervasive developmental disorders.

The pervasive developmental disorders are autistic disorder, the most severe common form of the disorders; Asperger’s Syndrome, a milder form of the condition; pervasive developmental disorder not otherwise specified, a descriptor used for a child who has symptoms of autistic disorder and Asperger’s Syndrome but does not meet the specific criteria for either; and two rare conditions, Rett Syndrome and Childhood Disintegrative Disorder. Many refer to the pervasive developmental disorders as autism spectrum disorders. 

As the National Institute of Mental Health points out
, all children with autism spectrum disorders demonstrate deficits in social interaction and in communication, and show repetitive behaviors or interests. They will often have unusual responses to sensory experiences, such as certain sounds or the way objects look. Each of these symptoms runs the gamut from mild to severe. They will present in each individual child differently. For instance, a child may have little trouble learning to read but exhibit extremely poor social interaction. Each child will display communication, social, and behavioral patterns that are individual but fit into the overall diagnosis of an autism spectrum disorder.

Today, it is estimated that one in every 150 children is diagnosed with autism.
 Studies suggest boys are more likely than girls to develop autism and receive the diagnosis three to five times more frequently.
 Current estimates are that one out of 94 boys in the United States is diagnosed with autism.
  With an estimated population of approximately 1,300,000 people age twenty and younger,
 Louisiana may have 8,700 boys and girls with autism.

In Louisiana and elsewhere, families of children with autism have sought out treatment for their children.  No one treatment is perfect for every child, but speech therapy, occupational therapy, and physical therapy have produced gains.  Children with autism have also benefitted from psychological and psychiatric services, as well as pharmacological interventions.  The American Academy of Pediatrics has recognized the role of physicians – one of the gatekeepers for services under HB 958 -- in recognizing, evaluating, and managing autism spectrum disorders in children:

Pediatricians have an important role not only in early recognition and evaluation of autism spectrum disorders but also in chronic management of these disorders.  The primary goals of treatment are to maximize the child's ultimate functional independence and quality of life by minimizing the core autism spectrum disorder features, facilitating development and learning, promoting socialization, reducing maladaptive behaviors, and educating and supporting families. . . . . Optimization of health care is likely to have a positive effect on habilitative progress, functional outcome, and quality of life . . . . 
 

With the right interventions, children with autism can make remarkable progress.

Applied behavior analysis (“ABA”) is the treatment of choice for many children with autism.  HB 958 defines “applied behavior analysis” as “the design, implementation, and evaluation of environmental modifications, using behavioral stimuli and consequences, to produce socially significant improvement in human behavior, including, but not limited to, the use of direct observation, measurement, and functional analysis of the relations between environment and behavior.”  ABA is used to increase adaptive behaviors and to decrease maladaptive ones.  Most ABA programs are highly structured.  Targeted skills and behaviors are based on an established curriculum. Each skill is broken down into small steps and taught using prompts, which are gradually eliminated as the steps are mastered. The child is given repeated opportunities to learn and practice each step in a variety of settings.  

ABA is neither new nor investigational.  The recent American Academy of Pediatrics clinical report on the medical management of children with autism spectrum disorders noted its decades-long record of efficacy:  

The effectiveness of ABA-based intervention in ASDs [autism spectrum disorders] has been well documented through 5 decades of research by using single-subject methodology and in controlled studies of comprehensive early intensive behavioral intervention programs in university and community settings.  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.

The Academy’s findings mirrored conclusions of the Surgeon General of the United 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.”
 

Autism is a treatable condition, and early intervention is the key to progress.  With early intervention, a sizable minority of children diagnosed with autism are able to achieve normal educational and intellectual functioning.
  These children can be mainstreamed into regular classrooms and may be indistinguishable from their peers.  Even children who make less dramatic progress benefit from early intervention, showing gains in language and fewer inappropriate behaviors. 

Thousands of Louisiana children would benefit if HB 958 were enacted.  Many of these children are not now receiving the services that would help them, while others are receiving care at ruinous financial cost to their families.
Insurance Coverage Is Generally Not Available for Applied Behavior Analysis and Other Treatments Provided Under HB 958
Very few health insurance plans in Louisiana or elsewhere cover applied behavior analysis.  ABA is often dismissed as investigational or experimental, notwithstanding the scientific evidence of its efficacy and its endorsement by the nation’s leading health authorities.  Interventions other than ABA may be available only if autism is not listed as a child’s primary diagnosis.  In a study of diagnostic exclusions in private behavioral health care plans, researchers examined a total of forty-six commercial, employment-based behavioral health plans covering a total of 496,911 lives.  The researchers found that autism was a diagnostic exclusion in all of the plans.
   Even where a diagnosis of autism is not an absolute bar to treatment, the nature of the care may result in a denial of service.  Children with autism often require habilitative care – that is, they require care that imparts a new ability, rather than care that restores one that has been lost.  This arbitrary distinction can result in a denial of service.    

HB 958 would prohibit insurers from restricting coverage to an individual solely because that individual was diagnosed with an autism spectrum disorder.  At the same time, HB 958 would allow insurers to continue evidence-based policy decisions.  The bill thus strikes a balance between safeguarding the health-care needs of a vulnerable population and reimbursing effective medical care.   

The Lack of Coverage Results in Persons Avoiding Necessary Health Care Treatment
Autism is an expensive disorder.  In a 2006 study, children with autism had a higher annual number of total clinic, pediatric, and psychiatric outpatient visits compared with children without autism.
  This same study found that that the mean annual total cost per member in one large health care plan was more than three times higher for children with autism ($2757 versus $892).  A 2007 study found that individuals with an autism spectrum disorder had average medical expenditures that exceeded those without an autism spectrum disorder by $4,110-$6,200 per individual.
  In yet another study, researchers found that average annual health care expenditures for individuals with an autism spectrum disorder increased 20.4% from 2000 to 2004, even after adjustment for inflation.
The impact of autism on the income side of the familial economy is similarly devastating.  Researchers estimated in the April 2008 issue of Pediatrics that households with a child with autism have a loss of income of 14% or $6,200.
 
The studies described in the preceding paragraph did not take into account costs associated with ABA, an intensive therapy.  In an important 2001 report, the Commission on Behavioral and Social Sciences and Education, a division of the National Academy of Sciences, recommended that “services begin as soon as a child is suspected of having an autistic spectrum disorder. Those services should include a minimum of 25 hours a week, 12 months a year, in which the child is engaged in systematically planned, and developmentally appropriate educational activity toward identified objectives.”
  Some of the program models the Commission studied provided as many as 45 hours of week of behavioral therapy to children with autism.

The out-of-pocket cost of ABA will vary with the funding source for the intervention, the amount of financial assistance afforded, the service provider, and the number of hours of service delivered.  According to survey data from the Interactive Autism Project (IAN), an online autism research project, seventy-seven percent of families pay the full cost of ABA out of pocket.
  Of the families surveyed, five percent pay over $2,500 per month for ABA.  Needless to say, a $30,000 or more yearly expenditure would put an enormous economic strain on most families.

Many families simply cannot afford the care that they desperately desire for their children.   Without adequate health insurance, these families are at substantial disadvantage when it comes to paying for services, and may postpone or do without necessary care to save money.
  In the case of a child with autism, doing without care or diluting care could mean the loss of critical opportunities to ameliorate the devastating effects of the condition.

The Lack of Coverage Results in Unreasonable Financial Hardship to Families
Families of children with autism face enormous pressure.  “Diagnosis of autism places a large financial burden on families who often must pay for expensive treatments out-of-pocket.  Documented efficacy of early intervention heightens the intense pressure to use whatever means possible – including placing the family’s financial future at risk – to secure needed therapy NOW.”
  According to IAN data, twenty percent of the families that use applied behavior analysis with their children spend over $500 per month for the intervention.
  Thirty-five percent of families reported quitting a job or significantly reducing hours at work to either take a child to treatment or to do treatment at home.
   

Survey data alone does not provide the full measure of suffering families must endure to look after their children.  One mother reported the following:

I am the mother of three children; ages 7, 5, and 3.  My oldest and youngest, my sweet boys, both have ASD . . . .
[My three year old] falls easily, and yet often does not feel pain even when he hurts himself.  When he has a meltdown, he tends to hurt himself by banging his head or pulling his hair out in chunks.  For a very long time, we kept his head shaved so that there was nothing for him to grab onto when he had a fit, and he wore a helmet to protect his head from the constant banging. . . .
[M]y seven-year-old was just diagnosed with Asperger’s nearly two months ago. . . .He can tell you what kinds of planes were flown by kamikaze pilots or the series of buttons that he uses in a certain maneuver of a video game.  But he cannot tell you how he feels.  He cannot escape his world for even a minute.  It is a constant.  It is heartbreaking to witness, and I can’t tell you how many nights I have cried myself to sleep just begging God for this illness to release its hold on my boys.

Financially, our life is in shambles.  Our house is being foreclosed on and without an act of God, we will lose it in a couple of months.  It’s not fair that we have to lose our home to help our boys.  It’s not right, and it hurts.  But, one thing is certain; I will give anything, anything, to give my boys a normal life. . . .

A woman from Denham Springs tells a different story:
Nine years ago I was living the American Dream.  My husband and I had two beautiful daughters and we had just welcomed our long awaited healthy son into our family. . . .

Little did I know that in less than 2 years time our world would change forever.  [My son] began to lose the speech that he had so easily obtained and stopped responding to his name.  He would scream inconsolably for hours nonstop, banging his head on the fireplace hearth.  He stopped playing with his toys and began meticulously lining them up across the floor in his room.  He would go ballistic if anyone moved them even an inch. . . .
.     .     .
I . . . called my insurance company to ask for pre-certification for Applied Behavior Analysis only to be told that it was not covered.  When I told the insurance representative that my son had autism he told me they would not pay for Speech Therapy since my son was diagnosed with autism. . . .
I found out about the State’s Early Intervention Program.  At that time it was called Childnet.  . . . After lots of paperwork and jumping through hoops my son was qualified to receive services but there were no providers accepting new clients because there were not enough funds left in that fiscal year. . . . 

At that point I knew that if [my son] was going to get any better it was totally up to me!  We took out loans to help pay for therapy.  After that friends began holding fundraisers to help pay for Speech and Occupational therapy.  ABA was still only a dream because we could never afford it.  Within 2 years we were over our heads in debt and had to sell our home short of foreclosure.  Due to the emotional stress and financial burden of trying to meet our son’s needs, my 12 year marriage ended in divorce.

.     .     .

I began contacting anyone I could think of to help me. . . . In the summer of 2003 [my son] was one of the very lucky 5 children accepted into the LSU ABSTAR Program.  This was an ABA program to teach graduate students and teachers ABA techniques. . . . The program did wonders for my child.  That summer [my child] made strides in his communication and social development.  He began regaining his speech and learning to overcome his challenging sensory issues.  His behavior slowly began to improve to a more tolerable level.  It was then that we realized how intelligent he was.  He could read!  He also began to smile and show affection. . . .

Today [my son] is 9 years old and in a regular 3rd grade classroom with other children his own age. . . .

He is already planning to attend LSU for college and wants to live on campus.  He plans to become the Mayor of Denham Springs, marry his childhood sweetheart and have 3 children.  Although [my son] will always have autism his quality of life has drastically improved because of the intensive early intervention that he received.  He will not have to rely on governmental assistance when he is older.

Louisiana families need help.  Children with autism deserve a chance to realize their dreams.
 

 Autism Services Are in Great Demand
HB 958 requires Louisiana health coverage plans to cover the diagnosis and treatment of autism spectrum disorders in individuals less than twenty-one years of age.  Demand for these services has grown in recent years in Louisiana and across the country, as reported prevalence rates of autism have increased.  Population-based studies conducted worldwide before 1985 indicated that the prevalence of autism was .4-.5 per 1000 children under the age of eighteen.
  Findings from the first multisite study to monitor the prevalence of autism spectrum disorders nationwide showed a prevalence rate of 6.7 per 1000 children aged eight years.
  Researchers at the Centers for Disease Control interpreted this data as indicating that autism spectrum disorders are more common than previously believed.
  

As more children have been identified, the demand for services has grown.  News media report new schools, new training programs, and critical shortages.  In a 2005 story, CNBC reported that the Columbia University Teachers College Program in applied behavior analysis had to turn away forty qualified students.
   CNBC noted that trained therapists were earning $125 per hour.  With skyrocketing costs for private therapy, there is little wonder that families in Louisiana need help paying for services.
 There Is Great Public Demand for Insurance Coverage of Autism Services
As we have already noted, private insurance coverage of the treatment or services provided by HB 958 is limited (in the case of services like occupational, physical, or speech therapies) or almost non-existent (in the case of ABA).  When the private sector fails, the public sector may be forced to step in.  Parents who quit their jobs to look after children with autism may turn to public health insurance.  Private insurers get a free pass, while an overburdened public health system shoulders ever more responsibility.

Like the public health system, schools in Louisiana also suffer because of the lack of private insurance services.  Under Louisiana law, local educational agencies must provide a free appropriate education to children with special needs.
  That mandate is complicated by the absence of private health insurance to treat the core symptoms of autism.  For many parents, school services are a substitute for private insurance services.  The goal of the educational system, of course, is not to provide medical services.  Schools provide speech therapy and other related services to enable a child with a disability to receive a free appropriate public education.
  Autism Speaks believes that the ability of schools to educate children is compromised when children with autism do not receive appropriate care through private insurance.  

To alleviate the demand on the public health and school systems and in response to the demands of their citizenry, states around the country have enacted or are considering legislation to require insurers to provide autism services.  Indiana has long required health insurers to provide autism services.
  In the past year, South Carolina,
 Texas,
 and Arizona
 enacted laws similar to HB 958.  Bills are pending in Florida,
 Hawaii,
 Illinois,
 Michigan,
 Missouri,
 Oklahoma,
 Pennsylvania,
 and other states.  These bills are yet another indication of public demand for insurance coverage of the services provided in the pending Louisiana legislation.

Coverage of Autism Services Will Likely Decrease Their Cost
This submission has already noted the high cost of autism treatment services.  We have observed that the demand for these services exceeds the available supply.  Part of the reason for this imbalance may be explained by distortions in the delivery of services.  For the most part, families have difficulty accessing treatment through private insurance coverage.  This leaves them at a competitive disadvantage in negotiating the price of services.  A study of exclusions and limitations in behavioral health coverage concluded that policy restrictions drove prices upwards:

       Health insurance generally increases the affordability of children’s behavioral health care, but the presence of benefit limits or diagnostic exclusions can mean that some children effectively become uninsured if they require more intensive services than those covered under the plan or if they need treatment for disorders that are excluded under the plan.  Although current utilization management strategies employed by managed behavioral health organizations, through which few patients ever reach their benefit limits, render benefit parity almost irrelevant, some children do exceed their benefit limits.  The cost of obtaining uncovered services can be very high, because the price of services that are not billable to an insurance plan can be significantly higher than payments for those same services under negotiated agreements between insurers and providers.

(citations omitted and emphasis added) .
  Autism Speaks expects that the added bargaining power of private insurers will reduce the cost of autism services.  We further anticipate that the purchasing power of private insurers will draw additional providers into the market, increasing the supply of services and reducing their costs.  
Private Insurance Coverage Will Increase the Appropriate Uses of Autism Services
The treatments and services HB 958 requires are the core treatments for autism.  Coverage of these treatments by private insurance may not only drive these costs down but may also increase their appropriate use.  An insurance company can help consumers make appropriate medical decisions (providing, of course, that the company adheres to the terms of its contract with a subscriber).  Insurers often provide members with a range of benefits to better use their health care.  These benefits may include the following:

· Care coordination, a program designed to help provide answers to members’ questions as they navigate through the health care system;
· Member outreach, a proactive program design to promote, among other things, informed health care choices; and 
· Case management, a voluntary service to members with chronic health problems.
With inadequate insurance coverage, families of children with autism spectrum disorders are forced to go it alone in making difficult health care choices.  HB 958 could well provide families with additional assistance in looking after the needs of their children.
HB 958 Will Benefit Thousands of Louisiana Children at a Minimal Cost
The Louisiana Office of Group Benefits projects a modest cost rate of about one-half of one percent for HB 958.  James N. Bouder, MPA, of the Vista Foundation, independently projects a similarly low cost increase of 0.35% to 0.45%, or $3.46 to $4.40 per month for family policies.  Autism Speaks accepts Mr. Bouder’s cost analysis.
Mr. Bouder’s estimate of the dollar value effect of HB 958 is borne out by cost estimates from around the country.  In South Carolina, for instance, Governor Mark Sanford estimated that 2007 Senate Bill No. 20, which required health insurers to provide coverage of autism spectrum disorders up to a maximum of $50,000 annually for behavioral therapy, would add $48 annually to insurance policies.
  Governor Sanford vetoed the measure.  The South Carolina Legislature overrode the veto by votes of 47-0 in the Senate and 114-0 in the House.
Easily lost in the discussion over the cost of benefit mandates is their potential return.  Models have difficulty quantifying many of the costs associated with disability, such as the loss of family income when parents work fewer hours or leave the workforce entirely.  Mandates that benefit special needs children affect more than just the child – they affect the child’s family, the community where he lives, the school system that educates him, and the public health and social service network that may potentially care for him if his disability is not mitigated.  Mandates can keep families intact and able to look after their children.  As the first-person accounts quoted earlier in this submission reflect, medical debt from out-of -pocket expenses is a real and serious problem for families of children with autism.  Medical expenses are associated with 50% of personal bankruptcies in the United States, and debt associated with the medical care for a child is the cause of 13.3% of health-related bankruptcies.
The truest measure of the cost of HB 958 is the one that takes into account its benefits for all those involved in the care of a child with autism.
HB 958 Will Reduce the Long-Term Cost of Caring for Children with Autism
The small effect of HB 958 on health insurance premiums will be far outweighed by its benefits to the people of Louisiana.  Treating autism effectively will reduce the long-term cost of health care.

In 2007 Michael Ganz of the Harvard School of Public Health examined how the large financial burdens of autism affect not only families with an autistic child but society in general.
  Ganz broke down the costs of autism into direct costs and indirect costs.  He counted as direct costs physician services, outpatient care, 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 child care, adult care, respite and family care, home and care modifications, special education, and supported employment.  He counted as indirect costs productivity losses for people with autism (estimated by combining standard average work-life expectancies for all men and women with average income and benefits and estimates of age- and sex-specific labor force participation rates).

Ganz estimated that the total annual societal per capita cost of caring for and treating a person with autism was $3.2 million.  For an entire birth cohort of people with autism, the cost would total about $35 billion.  Ganz direly warned that these costs would burden every American:
These results, especially on the substantial costs resulting from lost productivity of both individuals with autism and their parents and from rather large adult care costs, have important implications for those aging members of the baby boom generation approaching retirement. As those individuals retire, many of their adult children with autism will be transitioning into adult care settings. Those costs, combined with very limited to nonexistent 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.

The financial burden that Ganz describes can be lessened by effective autism services.  Researchers estimated that the state of Texas would save $208,500 per child across eighteen years of education with early intensive behavioral intervention.
  An earlier study in Pennsylvania placed the cost savings from early intervention at $187,000 to $203,000 per child for ages three to twenty-two years and at $656,000 to $1,082,000 per child for ages three to fifty-five years.
  With proper treatment, children with autism can do better in school and can live healthier and more independent lives.

Autism Speaks believes that the pertinent question in the discussion of insurance reform is not whether we can afford to provide appropriate interventions to children with autism but, rather, whether we can afford not to.  Autism is a financial drain on the health care system.  Children with autism make more emergency and non-emergency hospital visits and incur greater outpatient, inpatient, and medication costs.
  An investment towards reducing these costs would benefit everyone.

Of course, the cost of health care and other services is but one measure of the cost of autism.  Another measure is the emotional cost of the condition, a measure that cannot readily be quantified.  Whatever calculus is used, there can be no doubt that savings lie in reducing autism’s toll.  Ensuring that Louisiana children with autism receive appropriate health care is a wise investment.  
Conclusion
Requiring the coverage provided by HB 958 is in the public interest.  Autism Speaks urges the Legislature to enact HB 958.
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Elizabeth Emken

Vice President – Government Relations
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