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Executive Summary

Pursuant to Public Act 09-179, the Chairs of the Insurance and Real Estate Committee of the
Connecticut General Assembly (the Committee) directed the Connecticut Insurance Department to
review six proposed health benefits in a letter dated August 26, 2011. The proposed health benefits
listed in the letter to be reviewed include:

¢ an act concerning health insurance coverage for autism spectrum disorders, PA. 09-115;

¢ group health insurance coverage for an alternative therapy in the treatment of autism
spectrum disorders, based on S.B. 974 from the 2011 Regular Session;

¢ an expansion of group health insurance coverage for the treatment of autism spectrum
disorders to certificate holders in this state based on S.B. 978 from the 2011 Regular
Session;

¢ an act concerning coverage for the treatment of prostate cancer, PA. 11-225;

¢ elimination of cost-sharing on breast cancer screening by ultrasound procedures, based on
S.B. 848 from the 2011 Regular Session; and

¢ health insurance coverage for breast cancer screening by means of thermography, based
on H.B. 5448 from the 2011 Regular Session.

This review has been performed in accordance with that request and with follow-up communication

with the Committee. Reviews of proposed health benefits are collaborative efforts of the Connecticut
Insurance Department and the University of Connecticut Center for Public Health and Health Policy, with
the assistance of Optumlnsight, an actuarial consulting firm. Each proposed health benefit was studied
separately and the key findings of these studies are reported below. At a date following receipt of the original
letter, the CPHHP and the Connecticut Insurance Department agreed to analyze only Section 2 of PA. 11-
225, as this was the only section dealing with a benefit mandate within the meaning of PA. 09-179.

Brief summary of the health benefit mandates under review

— Expanded autism spectrum disorders treatment. PA. 09-115 added diagnosis of autism
spectrum disorders to group insurance contracts and expanded the covered treatments to
include prescription drugs, mental health care and behavioral therapies. It prohibited limits on
physical therapy, occupational therarpy, and speech therapy visits. These services were originally
mandated by PA. 08-132. It also established dollar limits for certain therapies.

— Alternative autism spectrum disorder therapy: S.B. 974 proposed to add developmental/
relationship based therapies as an alternative to behavioral therapy as mandated treatments for
autism spectrum disorders in group insurance policies.

— Extension of autism spectrum disorder mandate to certificate holders: S.B. 978 proposed
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to extend the group insurance mandate in PA. 09-115 to all certificates of insurance issued,
delivered renewed or amended in Connecticut.

— Prostate cancer treatments: PA. 11-225 added a mandate to cover prostate cancer treatments
performed in accordance with specified national guidelines to individual and group policies to
the existing prostate cancer screening mandates.

— Breast cancer screening cost-sharing: S.B. 848 proposed to eliminate any member cost-sharing
for breast cancer screening by means of ultrasound in both individual and group policies.

— Breast cancer screening by thermography: H.B. 5448 proposed to mandate coverage for breast
cancer screening by means of thermography in both individual and group policies.

Estimated medical cost of health benefit mandates

The vast majority of the incremental expense of these mandates is medical cost. The estimated medical
costs shown below are for group policies and are based on the OptumInsight Actuarial Report. The total
2012 medical cost is estimated to be $0.83 per member per month (PMPM). Please note $0.40 of this
amount is due to PA. 09-115, and is therefore already included in existing premiums. (The PMPM cost of
extending the ASD mandate to certificate holders does not apply to Connecticut carriers.) The estimated
total medical cost of the three mandates that are applicable to individual policies is $0.34.

Mandate Per Member Per Month

(PMPM)
Expanded autism spectrum disorder mandate $0.40
Alternative autism spectrum disorder therapy $0.08
Extension of autism spectrum disorder mandate to certificate holders Not applicable
Prostate cancer treatment $0.00
Breast cancer screening cost-sharing: ultrasound $0.20
Breast cancer screening cost-sharing: MRI $0.10
Breast cancer screening by thermography $0.05
Total $0.83

Impact on premiums

The impact of mandates on premiums includes medical costs and non-medical costs. Non-medical cost
includes administrative costs and risk/profit charges. For non-medical costs in group plans, the 2012
estimated cost of the six proposed health benefits is $0.15 PMPM. The estimated non-medical cost of the
three mandates that are applicable to individual policies is $0.06 PMPM.

Total estimated 2012 impact on premium in group plans for the six proposed health benefits is $1.02
PMPM. The total estimated impact on premium in individual plans for the three mandates that are
applicable to individual policies is $0.40 PMPM

Note: Due to lack of data, estimated costs in self-funded plans in Connecticut is not available.
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Existing health insurance coverage for the proposed health benefits

Five health insurers and managed care organizations (MCOs) domiciled in Connecticut were surveyed
regarding existing insurance coverage for the existing and proposed health benefits in their fully insured
group plans, individual policies, and self-funded plans for which they administer benefits. All insurers/

MCOs provided some information about current coverage.

Mandate . Percent of

Group Plans with Coverage
Expanded autism spectrum disorder treatments 100
Alternative autism spectrum disorder therapies 0
Autism spectrum disorder mandate extended to certificate holders Not applicable
Prostate cancer treatment 100
Breast cancer screening without cost-sharing: ultrasound and MRI Varies by plan
Breast cancer screening by thermography 0

Financial burden on insureds if no coverage

The estimation of the financial burden on insureds if the mandate is not enacted is based on individuals with

an annual income of $50,000. Individuals with higher incomes will experience less burden, and those with
lower incomes will experience higher burdens. The level of burden is also affected by other expenses of the

individual in addition to health care.

Mandate

Burden

Expanded autism spectrum disorder treatments

Can be significant

Alternative autism spectrum disorder therapies

Can be significant

Autism spectrum disorder mandate extended to certificate holders

Can be significant

Prostate cancer treatment

None

Breast cancer screening without cost-sharing: ultrasound and MRI

Ultrasound — slight
MRI-can be significant

Breast cancer screening by thermography

Small

Impact of bealth benefit mandates on use of procedure, service or equipment

These estimates of the impact on use are based on the OptumInsight Actuarial Report.

Mandate

Impact on Use

Expanded autism spectrum disorder treatments

10 percent increase

Alternative autism spectrum disorder therapies

10 percent increase

Autism spectrum disorder mandate extended to certificate holders

0

Prostate cancer treatment

0
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Mandate

Impact on Use

Breast cancer screening without cost-sharing: ultrasound and MRI

Ultrasound - 10 percent increase
MRI- 5 percent increase

Breast cancer screening by thermography

20 percent increase

Required Coverage in Other States

The following list is not exhaustive, and is subject to change as other states continue to consider and enact

additional mandates.

Mandate

Other States

Expanded autism spectrum disorder treatments

33 states have some level of autism treatment
mandate

Alternative autism spectrum disorder therapies

No states specify this alternative

Autism spectrum disorder mandate extended to
certificate holders

Many states already require coverage; therefore,
many Connecticut certificate holders may
already have equivalent coverage.

Prostate cancer treatment

No states specify coverage of prostate cancer,
most have general mandate for cancer treatment

Breast cancer screening without cost-sharing:

ultrasound and MRI

Some states have eliminated cost-sharing on all
breast cancer screening technologies (Illinois)

Breast cancer screening by thermography

No states require coverage of this
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Review and Evaluation of Certain
Mandated Health Insurance Benefits in Connecticut

2012

General Overview

Over the last 60 years, the Connecticut General Assembly has enacted numerous health insurance benefit
mandates and limitations on health insurers licensed to sell insurance in Connecticut. In keeping with

a growing trend among the states, the General Assembly in 2009 directed the Connecticut Department
of Insurance (Department) to review and evaluate both proposed and existing mandates, as requested by
the co-chairs of the Insurance and Real Estate Committee of the General Assembly (PA. 09-179). This
statute directed the Department to contract with the University of Connecticut Center for Public Health
and Health Policy (CPHHP) to perform such reviews, and authorized the Department to recover the costs
of such contract through assessments on the insurers. It also authorized the CPHHP to obtain whatever
expertise it needed to perform the reviews, whether from inside or outside the university. PA. 09-179 is
attached to this report as Appendix 1.

By letter dated August 26, 2011, the co-chairs of the Insurance and Real Estate Committee (Committee)
requested the Department to report on two Public Acts and four proposed health insurance benefit
mandates. A copy of this letter is attached to this report as Appendix II. By agreement between the
Department and the co-chairs of the Committee, the deadline for this report is February 1, 2012.

Three of the reports deal with services for people with autism spectrum disorders. Public Act 09-115, which
became effective in 2010, covers diagnosis and treatment of autism spectrum disorders (ASD). The other
two reports on autism spectrum disorder services are based on proposed bills from the 2011 Session. One
bill proposes coverage of an alternative treatment for ASD. The other bill proposes applying Public Act 09-
115 to certificate holders.

A fourth report evaluates the mandate passed in the 2011 Session regarding treatment for prostate cancer
(PA. 11-225). The remaining two reports evaluate proposed mandates concerning breast cancer screening
services. These are also based on bills proposed in the 2011 Session. One proposes the elimination of any
cost sharing on screening breast ultrasound procedures. Because magnetic resonance imaging was added to
the pertinent statutory subsections during the 2011 Session, this proposed mandate has been evaluated for
its effect on the costs of both ultrasound screening and MRI screening. The other bill proposes to mandate
coverage of breast cancer screening by thermography. Copies of these Public Acts and proposed bills are
attached to this report as Appendix IV.

This report is comprised of seven parts: the general overview and six sections. Each section reviews one of
the six proposed mandates. Each of the six sections can stand on its own, since insurance benefit mandates
generally are raised separately in individual proposed legislation.

PA. 09-179 detailed 25 issues to be addressed in the review of each mandate. These issues are divided into
those which affect primarily the social impact of a mandate and those which affect primarily the financial



impact, although we found a good deal of overlap among the two categories in the course of our research.
Each section of this report addresses these issues for the respective proposed mandate. In addition, each
section contains a background section that describes the condition, services, equipment or supplies addressed
by the mandate proposal and the segment of the general population most affected by the condition, service,
equipment or supplies.

Caveat: It is important to understand that states only have the power to mandate health insurance benefits
in fully insured products, which are regulated by the states as the business of insurance. Health plans
provided by employers or organizations that do not purchase insurance policies to fund them are beyond

the reach of state insurance regulation and are only subject to federal regulation under the Employee
Retirement Income Security Act (so-called ERISA preemption). This is so even if the employer or group
sponsor contracts with an insurance company to provide “administrative services only,” because the employer
retains the risk of funding the benefits itself and no insurance is involved. So-called ASO contracts are not
considered insurance policies and therefore are not subject to state insurance regulation.

In prior years, the Department has estimated that approximately 50 percent of Connecticut’s workforce is
covered by fully insured health plans, and approximately 50 percent are covered by employer-funded health
plans. The Department has also expressed a concern that the trend is for more and more employers and
organizations to opt for self-funded plans, even relatively medium or small employers. In this year’s data
survey, Connecticut-domiciled insurers and managed care organizations reported that self-funded health
plans administered by them cover substantially more members than do their fully insured health plans.
Thus, state benefit mandates may be applicable to an ever shrinking number of Connecticut residents. The
figures below shows the sources of health care coverage for Connecticut residents and the types of health
plans in which Connecticut residents are enrolled.

Figure 1. Type of Health Coverage for Connecticut Residents under age 65

Fully-Insured
Individual Policy
4%

Fully -Insured Group
Plan

Self Funded Group 25%

Plan \

46%

Medicaid/SCHIP
13%

Uninsured
12%

Sources:
Connecticut Insurer Survey conducted by the Center for Public Health and Health Policy, September 2011

The Kaiser Commission on Medicaid and the Uninsured. Supplemental data tables. In: The Uninsured A primer. Key facts

about Americans without health insurance. Kaiser Family Foundation. October 2011. p.36-37. Accessed December 2, 2011
from: heep://kff.org/uninsured/upload/7451-07.pdf

U.S. Census Bureau. Census Intercensal Estimate, July 2010.



Mandates

The six mandates for which the Insurance Committee requested review are:

¢ an act concerning health insurance coverage for autism spectrum disorders, PA. 09-115;
g g

+ group health insurance coverage for an alternative therapy in the treatment of autism spectrum
disorders, based on S.B. 974 from the 2011 Regular Session;

+ an expansion of group health insurance coverage for the treatment of autism spectrum disorders
to certificate holders in this state based on S.B. 978 from the 2011 Regular Session;

¢ an act concerning coverage for the treatment of prostate cancer, PA. 11-225;

+ elimination of cost-sharing on breast cancer screening by ultrasound procedures, based on S.B.
848 from the 2011 Regular Session; and

¢ coverage for breast cancer screening by means of thermography, based on H.B. 5448 from the
2011 Regular Session.

Process

The CPHHP performed the analysis and developed this report pursuant to a Memorandum of Agreement
with the Department. The CPHHP was assisted in the development of this report by the Department and
OptumlInsight (OI), an actuarial consulting firm (formerly Ingenix Consulting). OI was selected through a
competitive bidding process managed by the Department.

The CPHHP staff researched medical issues, including the conditions addressed by the proposed mandates,
the available treatments for those conditions and the medical efficacy of the treatment addressed by the
mandate. CPHHP also researched the existence of other types of coverage for the conditions addressed

by the mandates, including mandates in other states, Medicare and Medicaid coverage, and programs of
other units of state government and non-profit organizations. OI performed the actuarial analyses and the
economic analysis. OI submitted a separate report which formed the basis for the actuarial analyses included
in each of the individual mandate reports by CPHHP.

Methods

University of Connecticut, Center for Public Health and Health Policy

CPHHP staff consulted with medical librarians at the Lyman Maynard Stowe Library at the University of
Connecticut Health Center (UCHC). Medical librarians conducted literature searches under search terms
particular to each proposed mandate using various resources available to them.

CPHHP staff consulted with clinical faculty and staff from the University of Connecticut School of
Medicine on matters pertaining to medical standards of care, current and traditional practices, and evidence-
based medicine related to the proposed benefit. Additional information was gathered through telephone and
e-mail inquiries to appropriate state, federal, municipal, and non-profit entities and from internet sources
such as the State of Connecticut website, Medicare website, other states’ websites, and the websites of non-
profit and community-based organizations.

CPHHP staff also surveyed the insurance companies and managed care organizations domiciled in
Connecticut as to whether their fully insured group and individual plans currently included the proposed
mandated benefit.

OptumlInsight

The Department contracted with OptumlInsight (OI) to provide actuarial and economic analyses of the
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proposed mandated benefit. Further details regarding the actuarial methods used to estimate the cost of the
benefit and the economic methods used to estimate financial burden may be found in the OI report, which
is attached as Appendix III. We strongly recommend that the mandate reports be read in conjunction with
this actuarial report for a more in-depth discussion of the issues addressed in those reports.



Chapter 1

Autism Spectrum Disorders

A Report to the Insurance and Real Estate Subcommittee
of the Connecticut General Assembly

Analysis of Public Act 09-115:
“An act concerning group health insurance for autism spectrum disorders.”

Prepared by:

Erin Havens, MPA, MPH

University of Connecticut
Center for Public Health and Health Policy
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I. Overview

On August 26, 2011, the Chairs of the Insurance and Real Estate Committee of the Connecticut General
Assembly (the Committee) directed the Connecticut Insurance Department to review Public Act (PA.)
09-115, “An Act Concerning Health Insurance For Autism Spectrum Disorders.” This report follows

the requirements stipulated under PA. 09-179, An Act Concerning Reviews of Health Insurance Benefits
Mandated in this State. Reviews of required health insurance benefits are a collaborative effort of

Connecticut Insurance Department and the University of Connecticut Center for Public Health and Health
Policy (CPHHP).

This report evaluates the financial and social impact of group insurance coverage requirements for diagnosis
and therapies of autism spectrum disorder (ASD), as established under PA. 09-115. Effective as of January
1, 2010, PA. 09-115 repealed and substituted the following language excerpt under Connecticut General
Statutes, Section 38a-514b.
(b) Each group health insurance policy providing coverage of the type specified in subdivisions

(1), (2), (4), (11) and (12) of section 38a-469 that is delivered, issued for delivery, renewed,

amended or continued in this state ... shall provide coverage ... for the diagnosis and treatment

of autism spectrum disorders. For the purposes of this section and section 38a-513c, an autism

spectrum disorder shall be considered an illness.

(c) Such policy shall provide coverage for the following treatments, provided such treatments are (1)
medically necessary, and (2) identified and ordered by a licensed physician, licensed psychologist or
licensed clinical social worker for an insured who is diagnosed with an autism spectrum disorder,
in accordance with a treatment plan developed by a licensed physician, licensed psychologist or
licensed clinical social worker pursuant to a comprehensive evaluation or reevaluation of the
insured:

(A) Behavioral therapy;

(B) Prescription drugs, to the extent prescription drugs are a covered benefit for other diseases and
conditions under such policy, prescribed by a licensed physician, licensed physician assistant or
advanced practice registered nurse for the treatment of symptoms and comorbidities of autism
spectrum disorders;

(C) Direct psychiatric or consultative services provided by a licensed psychiatrist;
(D) Direct psychological or consultative services provided by a licensed psychologist;
(E) Physical therapy provided by a licensed physical therapist;

(F) Speech and language pathology services provided by a licensed speech and language pathologist;
and

(G) Occupational therapy provided by a licensed occupational therapist.

(d) Such policy may limit the coverage for behavioral therapy to a yearly benefit of fifty thousand
dollars for a child who is less than nine years of age, thirty-five thousand dollars for a child who is
at least nine years of age and less than thirteen years of age and twenty-five thousand dollars for a
child who is at least thirteen years of age and less than fifteen years of age.

(¢) Such policy shall not impose (1) any limits on the number of visits an insured may make to an
autism services provider pursuant to a treatment plan on any basis other than a lack of medical
necessity, or (2) a coinsurance, copayment, deductible or other out-of-pocker expense for such
coverage that places a greater financial burden on an insured for access ro the diagnosis and
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treatment of an autism spectrum disorder than for the diagnosis and treatment of any other
medical, surgical or physical health condition under such policy...”

To evaluate this mandate, in October 2011, the CPHHP distributed and received responses to a survey
requesting policy documents (e.g., utilization review processes, parameters for defining medical necessity,
etc.) and data for the proportion of members with policy exclusions, the extent of member coverage,
treatments requested and approved, and claims related to diagnosis and treatment of ASDs, as specified by
the mandate. Respondents included five insurers and managed care organizations (carriers) domiciled in
Connecticut that cover approximately 911,000 covered lives enrolled in fully insured group and individual
health insurance plans in Connecticut. Including self-funded plans, respondents cover about 77 percent (2.3
million lives) of the Connecticut population under age 65.

The CID also contracted with the actuarial firm OptumInsight (OI) to conduct a fiscal analysis of claims
data for the mandate. The OI analysis estimates the 2012 per member per month (PMPM) cost for
behavior therapy as a treatment for ASDs under fully insured group plans. The cost projections focus on the
added cost due to coverage for behavioral therapy using cost and utilization data from 2010, the initial year
of implementing PA. 09-115. The cost estimate assumes growth in utilization rates and ASD prevalence
among the fully insured population in 2012.

Current coverage

The extent of coverage for diagnosis and treatment of ASDs as described under PA. 09-115 depends on
whether the policy is from a fully insured group, individual health plan, self-funded group or government
health plan. Approximately 25 percent of Connecticut residents are enrolled in fully insured group health
plans and thus receive coverage for diagnosis and treatment of ASD as required by PA. 09-115. Covered
treatments include physical therapy (PT), occupational therapy (OT), speech therapy (ST), psychological
and psychiatric services, behavioral therapy (including applied behavior analysis), and prescription drugs.
The same breadth of coverage is not guaranteed under individual policies. However, Connecticut General
Statutes C.G.S.A. §38a-488b affords the 4 percent of Connecticut residents under individual policies with
coverage for physical therapy, occupational therapy and speech therapy for treatment of ASD to the extent
these therapies are covered for other conditions. These same residents also have access to psychological and
psychiatric consultations and prescription drugs under §38a-488a, which requires coverage for diagnosis and
treatment of mental or nervous conditions.

Self-funded plans

For the 46 percent of Connecticut residents covered by self-funded plans, less than 1 percent of self-funded

groups, covering less than 3 percent of lives under self-funded plans had coverage at the level described under
PA. 09-115 during 2010.

Premium impact

Group plans: Based on 2010 claims data, the actuarial report projects the paid medical cost for ASD related
claims for behavioral therapy in 2012 at $0.40 per member per month (PMPM). The total premium impact
when including medical cost, administrative fees, risk factor, and profit or surplus is projected to be $0.47
PMPM, which is 0.1 percent of the estimated total premium for group plans. It is expected that utilization
of PT, OT and ST for the treatment of ASD will cost $0.03 to $0.04 PMPM, less than 0.01 percent of

the total premium. This is approximately the same amount as estimated for the mandate implemented

in 2009 (PA. 08-132), which covered these therapies for ASD to the same extent as other illness in the
policy. However, it is worth noting that pre/post data for related claims suggests that the PMPM cost did
not significantly increase when comparing before and after implementation of the PT, OT, ST mandate in

8 | Chapter 1. Autism Spectrum Disorders



2009. For 2012, coverage of psychiatric/psychological consultative services and pharmaceuticals for the
diagnosis and/or treatment of ASDs is not anticipated to have an additional impact on cost. C.G.S.A. §38a-
514, implemented in 2000, requires each group health insurance policy to cover diagnosis and treatment of
mental or nervous conditions.

Individual policies: There is no anticipated change in PMPM for individual policies as a result of PA. 09-

115 since the scope of coverage does not extend to individual policies.

This report is intended to be read in conjunction with the General Overview to this volume and the
OptumlInsight Actuarial Report, which is included as Appendix III.

I1. Background

Classified as “pervasive developmental disorders” in the Diagnostic and Statistical Manual of Mental
Health Disorders (DSM IV-TR), autism spectrum disorders (ASDs) are a group of biologically-based
neurodevelopmental disorders.”? Neurodevelopmental disorders are impairments of growth and
development often affecting the child’s emotional responses, learning ability and memory. In the DSM
IV-TR, five disorders are identified as ASDs: autistic disorder (classic autism), Asperger’s syndrome,
pervasive developmental disorder, not otherwise specified (PDD-NOS, atypical autism), Rett’s Disorder,
and Childhood Disintegrative Disorder. These disorders become apparent within the first three years of
life and are often apparent by age two.> The core symptoms include atypical development of socialization,
communication and behavior*

The manifestation and severity of cognitive, social, communication, motor, and adaptive abilities varies
widely by disorder and across individuals with an ASD. The hallmark trait across ASDs is impaired social
skills. Autistic disorder involves reciprocal social skill impairments, language deficits, stereotypical behaviors,
and restricted interests or activities. Individuals with Asperger’s syndrome also have reciprocal social skills
impairments but no significant delay in language and higher verbal and cognitive skills than typical of
autistic disorder. Symptoms of PDD-NOS or “atypical autism,” do not match the full criteria for autistic
disorder due to late onset, atypical symptoms, and/or below threshold symptoms. The rarest disorders, Rett’s
Disorder and Childhood Disintegrative Disorder (CDD), involve normal, age appropriate development
after birth followed by a clinically significant loss of previously acquired skills in areas such as language,
social skills and motor skills by 30 months or ten years old, respectively.” Rett’s disorder is diagnosed among
females almost exclusively whereas CDD cases are predominantly diagnosed among boys.® Of children with
ASD, an estimated two-thirds present with communication deficits and less than half fail to use speech as a

Augustyn, M. Diagnosis of autism spectrum disorders. UpToDare. 19.3. Literature review version: September 2011. Last updated March
17, 2011.

American Psychiatric Association (Ed.). Pervasive developmental disorders. In: Diagnostic and statistical manual of mental disorders: DSM-
IV-TR (Fourth edition, text revision). Washington, DC: American Psychiatric Association, 2000. p.69-70.

American Speech-Language Hearing Association. 2006. Roles and responsibilities of speech-language pathologists in diagnosis, assessment,
and treatment of autism spectrum disorders across the lifespan. [Position Statement].

Accessed December 2, 2011 from: http://www.asha.org/docs/html/PS2006-00105.html.

Centers for Disease Control and Prevention. December 18, 2009. Prevalence of Autism Spectrum Disorders—Autism and Developmental
Disabilities Monitoring Network, United States, 2006. Accessed August 30, 2010 from:
heep://www.cde.gov/mmwr/preview/mmwrheml/ss5810al.htm.

American Psychiatric Association (Ed.). Pervasive developmental disorders. In: Diagnostic and statistical manual of mental disorders: DSM-
IV-TR (Fourth edition, text revision). Washington, DC: American Psychiatric Association, 2000. Pp.69-70

National Institute of Mental Health. Autism Spectrum Disorders.

Accessed December 2, 2011 from: http://mentalhealth.gov/health/publications/autism/complete-index.shtml.

Chapter 1. Autism Spectrum Disorders 9


http://www.asha.org/docs/html/PS2006-00105.html
http://www.cdc.gov/mmwr/preview/mmwrhtml/ss5810a1.htm
http://mentalhealth.gov/health/publications/autism/complete-index.shtml

primary means of communication. As summarized by the American Speech-Language Hearing Association
(ASHA), individuals with an ASD may have difficulties with “joint attention, shared enjoyment, social
reciprocity in nonverbal as well as verbal interactions, mutually satisfying play and peer interaction, comprehension

of others’ intentions, and emotional regulation.””

Associated Symptoms and Comorbidities

Associated symptoms® include sensory impairments or abnormalities” and delays in gross motor skills (low
muscle tone, poor coordination, motor apraxia, toe walking, and difficulties with physical play), fine motor
skills or both."® An estimated 39 percent of children with ASD are under reactive to sensation, 20 percent
are hypersensitive, and 36 percent show a mixed pattern of hypersensitivity and hyposensitivity."" These
symptoms further complicate participation in basic day-to-day activities.

A higher rate of medical and psychological comorbidities has also been documented for individuals with
ASDs. Management of co-morbid conditions or co-occurring conditions distinct from ASDs, is often
complicated by the impaired communication and social skills typical of ASDs. Examples of co-occurring
conditions include: epilepsy, nutrition deficiencies, intellectual disability (IQ <70); behavior or conduct
problems (58.9 percent), genetic disorders, seizure disorders, bone, joint or muscle problems (23 percent);
sleep dysfunction; obsessive compulsive disorder; rigidity or repetitive behavior; hyperactivity, attention
deficit disorder or attention deficit hyperactive disorder (45.1 percent); respiratory, skin and/or food
allergies (58.9 percent), and underdevelopment of self-help skills.'* > * Studies estimate 45-60 percent of
individuals with ASD have an intellectual disability (IQ<70).” Moderate or high levels of difficulty with
emotional symptoms, conduct, hyperactivity and/or peer relationships are also high, with 83 percent of
parents of children with ASD reporting problems.'

Prevalence

National Prevalence Estimate

Using a national sample of 8 year olds, the Autism and Developmental Disabilities Monitoring (ADDM)
Network, a project of the Centers for Disease Control and Prevention (CDC), estimated that in 2006, on
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average, 1 in every 110 children (0.91 percent) has an ASD."” Since children generally exhibit symptoms

by age 8, prevalence of ASD symptoms among 8 year olds was used as a proxy measure of ASD prevalence
among children. The ADDM estimate includes diagnosed and undiagnosed cases of ASD. Of those
meeting the ASD case definition, approximately 77 percent had a documented ASD classification in their
records, with a range across sites of 65-93 percent.'® Prevalence rates calculated from the 2003-2004
nationally representative surveys, the National Health Interview Survey (NHIS) (0.57 percent) and the
National Survey of Children’s Health (NSCH) (0.55 percent), were lower for school age children from 4 to
17 years old."”* The lower NHIS and NSCH prevalence is likely due to the reliance on caregiver reporting
and the scope of diagnosis being limited to children receiving the diagnosis from a physician.

Connecticut Prevalence Estimate

In 2009-2010, approximately 1 in 127 Connecticut children (0.79 percent) between the ages of 3 to 17

had a diagnosis of ASD and received special education services under the Individuals with Disabilities Act
(IDEA).*" Figure 1.1 illustrates by age range, the percentage of Connecticut children with an ASD diagnosis
who received educational services under IDEA-Part B. Children ages 6 to 11 had the highest rate of ASD
with 1 in 95 children (1.06 percent) diagnosed and receiving special education services.

Figure 1.1. Percent of Connecticut children diagnosed with an autism spectrum disorder receiving
special education services
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The same rate was found for children 8 years of age. Using this data, the diagnosed
prevalence in Connecticut of ASD among children receiving special education services would
be 1 in 95 children. These data likely underreport the prevalence of ASD among children in
Connecticut since the numbers are specific to children receiving related school-based special
education services under IDEA. Adjusting for potential undiagnosed cases, an estimated

1.2 to 1.7 percent of children in Connecticut has an ASD. For the 2009-2010 school year,
3,731 children with ASD were indicated in school records as having special health care needs,
representing approximately 70 percent of children with an ASD receiving special education
services.”

Symptom Severity and ASD Subtypes

According to the NSCH, 32 percent of parents reported mild symptom severity for their child with ASD,
48 percent reported moderate severity and 22 percent reported severe symptoms.* To date, study of ASD
subtypes are lacking. Of children with ASD in one study, 64 percent had classic autism and 35 percent had
another ASD. Health care spending was significantly greater for children with classic autism compared to
those with other ASDs ($6,700 versus $4,900).>* Classic autism was also most prevalent in another study,
where 71 percent of the children had classic autism, 21 percent had Asperger’s disorder and 8 percent had
PDD-NOS.*” According to the National Institute of Mental Health, Rett’s Syndrome and Childhood
Disintegrative Disorder are extremely rare affecting one out of 10,000 to 15,000 and fewer than 2 per
100,000 children with ASD, respectively.?-

Diagnosis

During well-visits children are routinely screened for developmental disabilities. Professional guidelines
recommend screening for ASDs as part of well-visits at 9 months, 18 months and 24 or 30 months.*” %
Practice parameters of the American Academy of Neurology (AAN) require physicians immediately follow
up with caregivers to discuss results of positive screenings, perform additional medical and developmental
assessment and/or refer the child to a specialist or specialists for further assessment. Physicians should also
provide anticipatory guidance and referral to early intervention services or special education.”® Exploring a
diagnosis of developmental disabilities typically involves a multidisciplinary team of health professionals and
multiple assessment mechanisms.

The gold standard for diagnosing ASDs involves multidisciplinary team assessments and one or more

22 Lorentsen, Mhora. Health Services Program Information Survey Report. Report to the Connecticut State Department of Education.

Education Connection.
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Developmental Disorders. 2007 Nov; 37(10): 1902-1912.
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28
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diagnostic tools.”’ Neurodevelopmental and developmental-behavioral pediatricians, child neurologists,
child psychologists or psychiatrists, geneticists, speech-language pathologists, physical therapists or
occupational therapists, and early intervention programs that provide assessment services may inform

the diagnosis. Diagnostic processes may vary across specialists depending on which diagnostic tools are
used.”> Comprehensive evaluations may include the use of diagnostic observation instruments for ASDs;
medical and neurological evaluation; speech, language, and communication evaluations; cognitive and
adaptive behavior evaluations; sensorimotor, neuropsychological, behavioral, and academic assessments;
genetic testing if certain traits are indicated; and, ongoing evaluation and monitoring by the team of health
professionals.*

Six diagnostic tests are recommended for the diagnosis of ASDs in a recent Cochrane report.** However,
current research has not established what test, combinations of tests or administration sequence should

be used to maximize test accuracy. For the most part, existing methods for screening and diagnosis by

age and for specific ASDs has yet to be evaluated. The Autism Diagnosis Interview-Review (ADI-R), the
Gilliam Autism Rating Scale (GARS), and Diagnostic Interview for Social and Communication Disorders
(DISCO) are examples of diagnostic tests completed during face-to-face interviews with a caregiver. Length
varies from 15 minutes to 3 hours. The Developmental, Dimensional and Diagnostic Interview (3di) is a
computerized interview survey for caregivers. The Autism Diagnostic Observation Schedule (ADOS-G)

is a semi-structured professional observation of child behavior using four 30-minute modules whereas the
Childhood Autism Rating Scale (CARS) combines a caregiver interview with an observation of the child
during unstructured activity.”

The AAN consensus-based general principles of management recommend GARS, ADOS-G, The Parent
Interview for Autism, and The Pervasive Developmental Disorders Screening Test-Stage 3 as diagnostic
parental interviews and CARS, ADOS-G and The Screening Tool for Autism in Two-Year Olds for
diagnostic observation instruments.** Diagnostic tools typically capture caregiver descriptions of the
child’s development and/or professional observation of the child’s behavior. Standardized criteria from the
DSM-IV-TR is also used to evaluate the potential for autism disorder, Asperger’s syndrome or pervasive
developmental disorders-not otherwise specified. According to the AAN guidelines, “no single tool should
be used as the basis for diagnosis.”  The Center for Disease Control and Prevention also does not endorse
or approve of any specific tools for screening purposes despite their established priority of early screening,
diagnosis and treatment of ASDs.*

Treatment
Treatments received by individuals with ASDs are typically prescribed or delivered by a specialist or team of

31 Samtani, A., Sterling-Levis, K., Scholten, RJPM, Woolfenden, S., Hooft, L., Williams, K. Diagnostic tests for autism spectrum disorders
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core health professionals that may include a behavioral pediatrician, neurologist, psychologist, psychiatrist
and ancillary professionals such as a speech-language pathologist, occupational or physical therapist,
audiologist, and/or social worker. Treatment delivered and frequency of ongoing follow-up health care visits
should be individualized based on progress and specific health care issues requiring care.”” The American
Academy of Pediatrics (AAP) Council on Children with Disabilities defines the goals of treatment as
maximizing ‘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.™ The AAP report on management of ASDs recommends
aggressive use of educational and behavioral interventions. Therapies may focus on reducing problematic
behaviors, fostering communication and social skill development, or addressing sensory problems, motor
skills, emotional issues or food sensitivities. Table 1.1 displays intervention strategies for several functional

areas.‘"#2

Table 1.1. Functional areas and intervention strategies

Functional area | Intervention strategies

Communication | Speech/language therapy, development of facilitated communication skills, picture
exchange communication, the Fast for Word computer program

Social Skills Social-cognitive training, social stories, play therapy, music therapy, holding therapy,
dog therapy, dolphin therapy, therapeutic riding, etc.

Sensory/Motor Clinic-based sessions (i.e., occupational therapy, physical therapy, etc.), sensory diet
(sensory integration therapy, auditory integration, music therapy, squeeze machine,
craniosacral trauma release therapy, myofacial release, etc.)

Behavior Positive behavior support, intensive behavioral intervention, applied behavior analysis
(ABA), incidental teaching, pivotal response therapy, verbal behavior therapy

The types of services provided to treat ASDs may be carried out in a child’s school, at the office of a
physician or health professional, or in the home or community. A description of speech-language therapy,
occupational therapy, physical therapy, and behavior therapy as applied for children with ASDs is provided
below. Prescription drugs and miscellaneous other therapies that may be used by families of children with
ASDs are also described. It is assumed that readers may be less familiar with behavioral therapy, thus a
more extensive historical background on behavioral therapy is provided. Treatments are often provided in a
concurrent fashion and are sometimes tailored to achieve goals in multiple functional areas.

Speech-language therapy addresses the barriers to communication. The American Speech-Language
Hearing Association states that speech-language pathologists should assess and enhance initiation of
spontaneous communication, comprehension of verbal and nonverbal communication, reciprocal
communication, and development of friendships and social networks. Natural gestures, speech, signs,
pictures, written words, and other augmentative and alternative communication systems are among the

39 Weissman, L., Bridgemohan, C. Autism spectrum disorders in children and adolescents: Overview of management. UpZoDate. 19.3. Last
literature review version 19.3: September 2011. Last updated: June 8, 2011.
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verbal and nonverbal communication strategies that may be initiated through therapy.** According to
AAP guidelines, “people with ASDs have deficits in social communication, and treatment by a speech-language
pathologist usually is appropriate. Most children with ASDs can usually develop useful speech, and chronological
age. Lack of typical prerequisite skills, failure to benefit from previous language intervention and lack of
discrepancy between language and 1Q scores should not exclude a child from receiving speech-language services.” **
Occupational therapy: Occupational therapists and occupational therapy assistants help people with ASDs
find ways to adjust tasks and conditions while attending to the individual’s abilities and needs. Such help
may focus on daily living skills (such as getting dressed, eating or brushing teeth), sensory integration (to
address overreaction or under-reaction to stimuli such as noise or touch), adjusting the environment to
minimize distractions, and/or identifying tools to ease communication or daily living.* “/n young children
with ASD, occupational therapists often focus on enhancing children’s sensory processing, sensorimotor performance,
social-behavioral performance, self-care, and participation in play. In older children and adolescents, occupational
therapy goals may focus on social and behavioral performance, transition to work, and independence in the
community.”*® Approaches focus on facilitative engagement of the child such as: appropriate attention

and arousal, sustained eye contact, joint attention to an activity and another person, appropriate affect,
communication of needs, turn taking, gesturing as part of interaction, and initiation of social engagement.”

Physical therapy involves “interventions for, and prevention of impairments, functional limitations, and
disabilities related to movement, function, and health.” Physical therapists are described as the “provider of
choice for neuromusculoskeletal deficits.” Specific to autism, physical therapy commonly focuses on mobility,
balance, coordination, low muscle tone and under-developed motor skills. A visit with a physical therapist
may involve working on basic motor skills such as sitting and rolling or more complex movements like
standing, kicking, throwing, catching or other basic activities. Therapists may also develop programs
tailored towards building muscle strength or coordination.®® “In general, the physical therapist uses standard
clinical tools and functional play to identify and monitor concerns with gross motor skills among children with the
aim of helping them achieve motor milestones and prevent secondary impairments.”®

Behavioral Therapy: Ogden Lindsley is credited with coining the term ‘behavior therapy to describe the
use of operant conditioning theory as a therapeutic approach for behavior change. Operant conditioning
assumes that the promise or possibility of reward or punishment for a given behavior changes the likelihood
of behavior when the same or similar environmental stimulus presents in the future. Behavior therapy
introduces positive or negative stimuli into the environment to change behavior. In 1965, Lindsley began
training educators to use operant conditioning as a learning tool, observing, measuring and charting
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and treatment of autism spectrum disorders across the lifespan. [Position Statement].
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individual behavior change over time.”

Behavior management, behavior modification, and behavior analysis are terms commonly used when
discussing BT.>' For many patients, a functional behavior assessment is used to track antecedents, behaviors
and consequences, also called the ‘ABCs’, related to the desirable or undesirable behavior(s) of interest.
Behavior modification involves identifying the consistent circumstances preceding (‘A’) and following (‘C’)
the targeted behavior and adapting ‘As” and ‘Cs’ to increase the likelihood of increasing appropriate behaviors
and decreasing inappropriate behaviors. Manipulation of antecedents and consequences to affect behavior is
called ‘shaping.” In some cases, patients are taught to substitute an appropriate behavior for an inappropriate

behavior.’>> For positive behavior support, a style of behavior management often used in schools, functional
behavior assessment is used to identify the causal factors of challenging behaviors such as aggression towards
others, self-injury, tantrums or disruptive actions so procedures may be developed and applied consistently
by the team of people working with a child.>*

Applied bebavior analysis (ABA), a widely accepted therapeutic approach for treating children with ASDs,
traces back to research conducted by O. Ivar Lovaas in the 1960s. ABA is used to teach children how to
interact with others, play with toys, and improve their verbal and nonverbal skills. ABA is also used to
address behaviors such as self-injury or repetitive, self-stimulatory behaviors such as twirling, finger flicking,
and rocking. Lovaas is considered by many as the first researcher to show that behavior of “autistic children”
could be modified with intensive teaching during early childhood, including learning of social skills,

verbal behaviors and language. Commonly referred to as the ‘Lovaas approach’ or ‘Early Intensive Behavior
Intervention’ (EIBI), the therapy taught young children with autism new skills by breaking those skills into
manageable small parts or steps (i.e., trials), requesting the child perform the task, requiring repetition of the
small step to ensure mastery, incorporating punishment and rewards, and progressing from simple to more
complex tasks over time.”> The Lovaas approach became popularized following Lovaas’ 1987 publication
“Behavioral Treatment and Normal Educational and Intellectual Functioning in Young Autistic Children” and a
related article and subsequent book in the early 1990s.

Discrete trial training (DT7T) is often considered synonymous with the Lovaas approach. DTT uses
clearly defined interactions between a trainer and a subject using a typical pattern of the trainer presenting
a stimulus such as a request, task or behavior to imitate, the subjects response and the trainer delivering

a consequence (i.e., praise, access to a desired object, removal or a desired object, over correction, or
ignoring). In ABA, breaking down complex tasks into smaller units that can be ‘shaped” more easily is
known as chaining or reverse chaining depending on whether the ‘trial’ begins with the first or last element
of the skill. Within ABA, verbal or physical prompts or clues are also used to increase the likelihood of the
child producing the desired behavior. As the child’s responses trend in the desired direction, prompts are
systematically decreased or ‘faded.’

Traditional ABA such as the Lovaas’ approach and DTT are typically highly-structured, adult-directed,

regimented programs that emphasize correct responses and compliance. In 2011, the delivery of ABA to
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children with ASDs varies substantially across practices with a range of intervention strategies, intensity

and duration of programs, methods to document progress, philosophical approach and extent of supportive
research. Notably, over time there has been a trend away from regimented, discrete trials and towards a
more flexible, natural approach that emphasizes social initiation and spontaneity during daily routines and
activities in social settings. Programs and practitioners vary in how they apply shaping, chaining, prompting
and fading, and generalization. Some behaviorists approach ABA emphasizing generalization of skills
regardless of setting, conditions, prompts or the order of tasks.

Cognitive Behavioral Therapy (CBT), a form of psychotherapy developed by Aaron Beck in the early
1960s, involves the therapist and patient examining and modifying the specific patterns of beliefs and
behavior held by the patient to produce lasting emotional and behavioral change.”® CBT is based on

the cognitive theory of psychopathology where the “cognitive model describes how people’s perceptions of; or
spontaneous thoughts about situations influence their emotional, behavioral (and often physiological) reactions.
Individuals’ perceptions are often distorted and dysfunctional when they are distressed. .. [Individuals] can learn
to identify and evaluate their automatic thoughts.”> According to the National Association of Cognitive
Behavioral Therapists (NACBT), the therapeutic process aims to help patients recognize the point where
thoughts go awry and teaches them to replace dysfunctional cognitive processes with a more reasonable
or adaptive one. The therapy is goal-oriented and time-limited, with a typical course lasting from 12-16
hour-long sessions with a structured agenda for each session and homework assignments between sessions.’®
Initially used by Beck for treatment of depression, CBT has been evaluated as a successful approach for
multiple mental health disorders and medical conditions in both adult and children population. >

Prescription drugs: Pharmacological interventions treat medical (i.e., gastrointestinal disorders) and/or
psychiatric comorbidities (i.e., anxiety). Pharmaceuticals are often prescribed by developmental-behavioral
pediatricians, child psychiatrists, or child neurologist. It is recommended that general pediatricians consult
with a developmental-behavioral pediatrician. There has been little research on the use of drug treatments
within the ASD population. The general recommendation is to provide treatment using the same methods
that would apply for those without an ASD. However, research shows that health professionals may

have difficulty identifying the target symptomy(s) or the most appropriate dosages for treatment due to
communication impairment(s). Individuals with ASD also have greater likelihood of adverse reactions and
sensitivity to medicine effects so health professionals are advised to place extra weight on the risks for this

population when considering the risk-benefit ratio of prescribing a given drugs. Notably, many drugs are
prescribed off-label for individuals with ASD.

Other therapies sometimes used as a treatment for symptoms experienced by individuals with an ASD
include dietary modifications, chelation therapy, hyperbaric oxygen therapy, touch or massage therapy,
specialized eye glasses, enzyme potentiated desensitization, immune system therapy, secretin, acupuncture,
cranial electrical stimulation, and neurotherapy. In addition, a broad variety of interventions are designed
using a developmental or relationship-based approach where therapies are directed towards helping the
child meet developmental milestones and building the parent-child relationship. These approaches tend

to structure events in the natural environment into teachable moments rather than taken a “discrete trial”
approach. A number of programs designed to treat children with ASD take an “integrative” approach to
designing individualized programs to meet a given child’s needs. This may involve blending a variety of the

% Judith S. Beck, Aaron T. Beck. Cognitive Behavior Therapy: Basics and Beyond. Second Edition.(c)2011. The Guilford Press: New York, NY

57 Beck Institute for Cognitive Behavior Therapy. The history of cognitive behavior therapy.
Accessed December 2, 2011 from: http://www.beckinstitute.org/what-is-cognitive-behavioral-therapy/
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treatments described.

I11. Methods

CPHHP staff gathered published articles and other information related to medical, social, economic,

and financial aspects of the required benefit for diagnosis and treatment of ASDs. Databases oriented
towards health, education, economics and psychology professions, including PubMed, PsycInfo, UptoDate,
DynaMed, Cochrane database, ECONLIt via EBSCOhost, and ERIC via EBSCOhost were queried for
related articles. All searches were set to identify articles with autism or autistic in the title/abstract fields.
The initial search for articles on diagnosis and treatment of ASDs was limited to articles published in the last
10 years, systematic reviews, meta analysis, randomized controlled trials, and clinical trials. Title/abstract
searches incorporated a combination of autism or autistic with each of the following words: therap*, parent*,
family, father, mother, DIR, RDI, applied behavior* analysis, TEACCH, Floortime, floor time, Lovaas,
UCLA, Denver, SCERTS, relationship-based, counsel*, psychi*, therapy, occupational, diagnosis, diagnostic
and test. The * expands the search to include related word endings (e.g., therapist, therapists, therapy,
therapies, therapeutic). To explore cost, utilization and effectiveness, the autism wild card in combination
with utilization, usage, use, insurance, insure, cost, access, and health service, was used as title/abstract search
term.

Staff gathered additional information through telephone and e-mail inquiries to appropriate state, federal,
municipal, and non-profit entities and from internet sources such as the Centers for Medicare and Medicaid
(CMS) website, other states” websites, and non-profit and community-based organization websites.

Google was also used to search web sites of carriers, state government (e.g., www.ct.gov), and professional
organizations for policies or proposals related to the diagnosis and treatment of ASDs.

CPHHP staff also consulted with administrative staff from the Connecticut Birth to Three System and
the Division on Autism Spectrum Disorders within the Department of Developmental Services (DDS),
the Connecticut Department of Education Bureau of Special Education, and the Department of Social
Services regarding the prevalence of, availability and use of therapies by children diagnosed with an autism
spectrum disorder. The CPHHP staff a