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Chairman Wieland and committee members, for the record | am Rod St. Aubyn, representing Blue Cross
Blue Shield of North Dakota (BCBSND). Thank you for the opportunity to appear before your committee
for this important study. | wanted to explain to your committee several issues that come into play with

your study of autism.

During a previous meeting, | noted that the Autism Task Force had as one of their recommendations an
Autism Insurance Mandate. Though it was one of the lower priorities in the list of recommendations, |
felt that it was important to inform your committee of provisions in both State and Federal law that will
come into play with any health insurance mandate. According to NDCC 54-35-02.4 any health insurance
mandate must be heard by the Employee Benefits Programs Committee before a standing legisiative
committee can take action on the bill. In addition, according to NDCC 54-03-28 an actuarial analysis
must be completed prior to a decision by a standing committee. The reason for that is that all health
insurance mandates must be applied to NDPERS for one biennium to ascertain the actual cost/benefit.
The process is as follows:

e Astanding legislative committee during a regular session must determine if the particular bill is
a health insurance mandate according to the definitions in the Century Code.

¢ The Committee must then refer the bill to an actuarial firm contracted by the Insurance
Department to determine the estimated actuarial cost/benefit.

e If the bill has not already been heard by the Employee Benefits Programs Committee for their
recommendation, the bill must then be re-referred to that committee.

e Taking the information from the Employee Benefits Programs Committee and the cost/benefit
analysis supplied by the contracted actuarial firm into consideration, the Standing Committee
must make a final recommendation after amending the bill to apply to only NDPERS for the next
biennium.

e If the mandate bill passes, NDPERS is responsible for tracking the actual cost/benefit of the
mandate and then prepare a bill for consideration during the following legisiative session to
have the mandate apply to all insurers.

e The rationalé';for this process is to ensure that true cost/benefits are considered before applying
any mandate to all health insurers.

Now with the passage of the Affordable Care Act (ACA), another important factor comes into play.
Health and Human Services (HHS) is responsible for determining the “Essential Health Benefits” (EHB)
that must be in every health plan beginning on January 1, 2014. The ACA defines 10 basic broad
categories, but does not specify the particular benefits that must be included within each category. For
2014 and 2015, HHS has delegated that responsibility to each state. Each state is supposed to select a
“benchmark plan” among several options by September 30, 2012. If a state elects to NOT select a



“benchmark plan”, then the Federal default is the plan with the largest enroliment in the smali group
market as of the end of the first quarter of 2012. The benefits within the selected plan will then become
the “Essential Health Benefits” and according to the ACA there can be NO annual or lifetime limits on
EHB’s. This is the process that HHS has elected to use for 2014 and 2015. In effect, there could actually
be 50 different EHB’s. Beginning on January 1, 2016, HHS will finally determine the “Essential Health
Benefits” that must be included in all plans throughout the United States.

According to the ACA, states are permitted to establish heaith insurance mandates that go beyond the
“Essential Health Benefits”. However, the state must pay for the additional costs of the mandate for
those individuals securing insurance through the exchange.

I bring this to your attention because this potentially could apply to our state should the Legisiature
approve a health insurance mandate that goes beyond the “Essential Health Benefits” within the
“Benchmark Plan”.

Because no specific health insurance mandate bill was submitted by the Autism Task Force, it is
impossible for me to speculate what problems may occur with the proposed bifl. However, we have
seen several bills in other states that mandate Applied Behavioral Analysis (ABA) coverage. Without
going into a lot detail, | wanted to inform your committee that our insurance reimbursement policies are
“evidence-based”. Evidence-based medicine is commonly defined as the “conscientious, explicit, and
judicious use of current evidence in making decisions about the care of individual patients. The practice
of evidence based medicine means integrating individual clinical expertise with the best available
external clinical evidence from systematic research.” (Sackett DI., Straus S., Richardson S., Rosenberg
W., Haynes RB. Evidence-based Medicine: how to practice and teach EBM, ed. 2. London: Churchill
Livingston, 2000). Medical Necessity determinations for coverage must be consistent with the
Technology Evaluation Center Criteria of the Blue Cross Blue Shield Association. The TEC criteria are a
primary resource for the development of medical policy for BCBSND. TEC was re-awarded a contract
from the Agency for Healthcare Research and Quality (AHRQ) as one of 13 Evidence-based Practice
Centers in the United States. BCBSND reviews its medical policies for medical necessity consistent with
evidence-based practices on an annual basis.

I have provided the executive summary from a TEC report on the therapy commonly called ABA for your
information. | highlighted the key points within their analysis.



Even though ABA is not a covered benefit, BCBSND specificaily pays for diagnostic evaluations, speech
therapy, occupation therapy, physical therapy, psychiatric care, prescription drugs, and other medically
necessary services for patients with autism spectrum disorders. {n fact, BCBSND’s total allowed costs for
members with autism totaled the following:

e 2008 - $5,085,608
e 2009 - 55,916,810
e 2010-55,624,733
e 2011-56,882,483

] cannot speak for other insurers, but | can assure you that members of BCBSND are afforded medically
necessary benefits for the specified services for members with autism.

Mr. Chairman and committee members, | hope that | have been able to provide you with additional
important information for your study. Thank you again for being able to testify before your committee.
I would be willing to answer any questions the committee may have.






Search Strategy

A literature search was conducted of articles in peer-reviewed journals published between 1966
(MEDLINE®) or 1970 (PsychLit®) and July 2008. The search terms were related to autism, perva-
sive developmental disorders, (applied) behavior therapy, and other behavior modification (for
the specific list, see text). A more narrowly defined update was performed in January 2009 using
MEDLINE®.

Selection Criteria

Selection criteria for this systematic review were that the study:

1. reported on the use of EIBI compared to another treatment strategy;

2. attempted to identify features of EIBI that had the most impact on its effectiveness; or
3. sought to identify children most likely to benefit from EIBI.

Exclusion criteria were:

1. the sample size was less than 10, including single-subject studies;

2. the interventions were very poorly described;

3. the interventions were not comprehensive, addressing a number of domains affected by ASD,

but rather were narrowly focused, e.g., only on speech or play;

4. the intervention within a treatment group was heterogeneous, combining a variety of methods;

. the experimental intervention was not intensive (i.e., less than 20 hours per week);

. the study did not directly measure outcomes through a direct assessment of the child’s achieve-
ment but relied, for example, on follow-up through telephone surveys with parents; and

7. the study was published before 1987, when the seminal article on EIBI by Lovaas was released.
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Single-subject studies were excluded for two reasons. First, they aim to evaluate the effect of

an intervention on a specific individual, rather than on a group of diverse individuals with the
condition. We are interested in the latter objective: how effective is EIBI among children with
ASDs in the U.S.? Group designs, ideally randomized, controlled trials, but also nonrandomized
comparative studies, are the only type that can address this question. Second, in a report in 2001
on small clinical trials, the Institute of Medicine identified a set of criteria to consider in deciding
whether or not to perform single-subject studies, which they call “n-of-1,” trials. Several aspects
of researching EIBI among children with ASDs make it more difficult to derive valid results from
the single-subject design, including the inability to use blinding, the variability of the condition
over time, and the carryover effect. In single-subject designs, the goal is for the researcher to
repeat a task or approach several times, alternated with other tasks, and measure the impact of
each. But if the effect of the first task is long lasting, as one would want it to be in children with
ASDs, it makes it impossible to separate the impact of that first task from all subsequent tasks and,
thereby, undermines the utility of this approach. As a result, the selection criteria for this Report
are limited to group designs.

Results

Sixteen studies were abstracted, including 2 randomized, controlled trials; 9 nonrandomized,
comparative studies; and 5 single-arm studies. No studies were found that included children
with Asperger’s disorder; 4 studies explicitly included children with PDD or PDD-NOS. The 5
single-arm studies addressed Questions 2 and 3; this study design could not provide information
on Question 1.
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Conclusions and recommendations for future studies are as follows:

» Randomized, Controlled Trials. Autism and PPD-NOS are highly variable conditions, with sub-
stantial differences both in each child’s symptoms and progression over time. Since it is difficult
to measure those differences and to predict reliably who will do better in the short and long
term, the best way to evaluate the impact of EIBI is to conduct randomized, controlled trials
with enough children that any differences are likely to be evenly distributed across treatment
groups. If children in one treatment group demonstrate more progress than children in com-
parison treatment groups, then we can be fairly confident in the results. Unfortunately, only two
randomized, controlled trials have been conducted, and they compared different interventions,
had small sample sizes, and came to different conclusions.

s Larger Sample Sizes. Only two studies included more than 50 children, and 10 had fewer than
30, including the 2 randomized, controlled trials. Given the variation in the presentation and
progression of autism spectrum disorders, larger sample sizes are necessary to detect small to
moderate differences between treatments. They are also required for the analyses needed to deal
with potential analytical difficulties when children are not randomly assigned to a treatment.

® Greater Consistency. The types of treatment vary greatly, both within and across the avail-
able studies, especially for the control groups. Adding to the complexity is the use of different
approaches to measure symptoms and progress over time. These factors make it difficult to
interpret the results and to aggregate evidence across studies.

= Longer Follow-up. As the American Academy of Pediatrics has pointed out, autism spectrum
disorders are generally chronic conditions. Children may progress at differing rates. While
results of treatment after a year or two are relevant, only longer follow-up can demonstrate
whether durable outcomes—with academic achievement and the ability to function at school
and work—are attained. About half of the studies followed children for approximately 2 years
or less, and some for only 1 year. This is not sufficient follow-up time to assess the potential
impact of an intervention over a lifetime.

= Incremental Research Strategy. For ethical reasons, randomized, controlled trials cannot be
performed comparing EIBI to no treatment. However, they can be done comparing various
aspects of treatment (e.g., length and intensity, behavioral versus other approaches, differ-
ent combinations of behavioral strategies, type of person providing the intervention, extent of
parental involvement, and setting). The results of such studies can be used to build an under-
standing of which strategies are most effective for which types of children with ASD, so that
the benefit of the intervention can be optimized for each child, and time and effort will not be
wasted on less-effective strategies.

The results for each question are summarized below.

The strongest evidence is provided by two randomized, controlled trials (Smith et al. 2000;

Sallows and Graupner 2005). However, weaknesses in research design, differences in the treat-
ments and outcomes compared, and inconsistent results mean that the impact of EIBI versus other
treatments on outcomes for children with autism cannot be determined. For example, Sallows

and Graupner (2005) found that children in the experimental and control groups improved
significantly over time, but there was no statistically significant difference in the rate of improve-
ment between groups. Smith et al. (2000}, in contrast, found that the experimental group had
significantly better cognitive and communication skills than the control group at follow-up, but
there was no difference between the groups’ adaptive skills.
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