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Autism Spectrum Disorders Mandated Benefits
Review for Pennsylvania House Bill 1150

Introduction

This is the report of findings by the Mandated Baad&eview Panel for Pennsylvania’s
HB 1150, which mandates coverage for the diagragistreatment of autism spectrum disorders
(ASD) for children under the age of 21. The Petuaya Health Care Cost Containment
Council (PHC4), acting in accordance with Sectiaf @ennsylvania’s Health Care Cost
Containment Act (Act 14 of 2003), issued RequesPimposals (RFP) 2008-1 in January, 2008,
for a Panel to conduct an independent scientifitere of the evidence submitted concerning HB
1150. The Panel was selected on the basis of cdimpgteer review of proposals submitted in
response to the RFP, which resulted in selectiagheproposal submitted by Abt Associates, Inc.
(Abt).

Per the RFP and as mandated by Act 14 of 200 4dhel includes five specific types of
expertise: (1) health research, (2) biostatis{®@seconomics research, (4) insurance or actuarial
research, and (5) physician with experience irsauttare. The RFP’s charge to the Panel was
specific: review and evaluate independently thexatlence submitted by diverse stakeholders in
support of or opposition to the benefit mandate.

The RFP was also specific about the structure anteat of the Panel’s report—the
report was to address eight specific questionstahewsubmitted evidence. In addition, it
required the Panel to report whether: the reseated in the submitted evidence meets
professional standards; all relevant research dagathe proposed mandated benefit has been
included in the evidence; and whether any conchssand interpretations included in the
submissions are consistent with the evidence sitduhit

PHCA4 staff provided Abt with paper copies of alid@nce submitted concerning HB
1150. Multiple stakeholder groups were represeatedng those who submitted evidence,
including: more than 40 letters from parents attéiofamily members; 8 ASD advocacy groups;
7 insurers or their representatives; 8 serviceigars; 2 Pennsylvania state agencies
(Departments of Insurance and Public Welfare); Ehihdividual Pennsylvania legislators (14
Representatives, including Speaker Dennis O’'Biid, 5 Senators). Evidence included in these
diverse submissions ranged across the full speatfiampirical bases, including anecdotal
descriptions of specific cases, natural histordisti of convenience samples, records-based
studies of service utilization and/or cost, quagiezgimental comparisons of groups who received
differing treatment regimens, and randomized, aietl trials (RCT) of the efficacy of specific
interventions. In addition, some arguments inctliskethe submissions were based on concepts
and/or logic for which no empirical basis was po®d.

In what follows, the Panel provides answers todiight specific questions concerning the
submitted evidence that were posed in the RFPdoaseur review and evaluation of that
evidence.

Abt Associates Inc. 3



Questionl. The extent to which the proposed benefit and the services it would provide
are needed by, available to and utilized by the population of the Commonwealth.

Autism and the other ASDs are biomedical brainmiss® The severity of these
disorders varies along a continuum, with some iidials having more profound problems in one
key diagnostic area than others, and is associgthdhe full range of cognitive abilities. As is
true of many other biomedical disorders, therauisently no cure for autism. Rather, autism
care is focused on controlling or diminishing syoms$ and associated impairments. In this way
it does not differ from numerous other chronic ncaddisorders whose treatment is covered
routinely by health insurance, including hypertensidiabetes, renal failure, and asthma.
Additionally, there is evidence that a number ofdse treatments can lead to improved
functioning in autism even though they do not lemd cure. Like many other medical conditions
these treatments include non-pharmacologic appesachor instance, exercise, general diet and
avoidance of environmental factors such as salttandentrated sugars are considered to be key
elements of the management of hypertension an@iab Very often these treatments lead to
markedly improved function, even though the cosodier remains.

Extent of needMultiple strands of the submitted evidence supgietfact that ASD-
related services are needed by significant numifdPennsylvania (PA) children. Because ASDs
are chronic, disabling disorders, by definitahchildren who meet the diagnostic criteria for
ASDs have important health and related needs. iResence from multiple epidemiologic
studies, including two of those submittégoints to a population prevalence of ASDs of alout
per 150 children. In addition, some evidence ssgginat the population prevalence has been
rising in recent decades, but differences in smdthods, diagnostic criteria for ASD, and
increased attention to ASD can not be ruled oaicasunting for some or all of the apparent
increas@d Regardless, it is clear that a substantial nurabBA children suffer from ASDs, and
there is little reason to believe that the truevalence of ASDs among children in PA differs
much from that estimated in the recent studies,(€EDC’s recent multisite epidemiologic stddy
that included 16 independent communities documeatess-community range of prevalence
estimates from 3.3 to 10.6 per thousand 8 year, aflub noted that most of the community
estimates fell in the range 5.2 to 7.6 per thousand

! This is a clearly established fact. Itis alsatest in several of the pieces of evidence submitteth as
the autism fact sheet from the National InstitateGhild Health and Human Development which
states “Autism is a complex neurobiological disetdend from Volkmar F, Pauls D, 2003. Autism.
The Lancet 362:1133-1141. stating, “Autism is aropaychiatric disorder”.

2 Frombonne E, 2005. Epidemiology of autistic ditsrand other pervasive developmental disorders.
Journal of Clinical Psychiatry 66(suppl 10):3-8.

3 CDC Autism and Developmental Disabilities MonitaiNetwork Surveillance Year 2002 Principal
Investigators, 2007. Prevalence of Autism SpectRisorders—Autism and Developmental
Disabilities Monitoring Network Surveillance, 14es, United States, 2002. Morbidity and Mortality
Weekly Report 56/SS-1:12-28
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More specifically, given the size of the PA popidat with 3.2 million children between
ages 2 and 20 and applying the current prevalestoaaes, there are approximately 21,300
children in PA with autism, who therefore need mabtland other cark.However, given the rate
of self-insurance which is not subject to the mam@a44%) and uninsured (~1.5%More than
10,337 PA children would likely be eligible to béh&om HB1150. It should be noted that the
estimated prevalence of children in PA with aut{®h,300) is significantly greater than the
13,800 identified as currently being served byDepartment of Public Welfare (DPW).

In summary, the evidence submitted and the cliregzpkrience of the Panel’s autism
physician are consistent in indicating ttiagre is clear need for medical treatment of PAdchn
who have ASDs.

Access to needed serviceSthough the submitted evidence documents thatyma
services for children with ASDs exist in PA, it@lslentifies important barriers that reduce
access to those services. Personal experiencaigeisby parents and other family members,
along with materials submitted by legislators, Rdtesagencie5and an independent report by
the Pennsylvania Autism Task Fofcgocument that Pennsylvania’s Medicaid program—D&W’
Medical Assistance (MA) program—is fragmented, doeiscover all of those in need, and has
inadequate payment schedules for at least somédprevand/or specific services.

The evidence submitted also documents, howevdrstime 13,800 PA children with
ASDsare currently receiving services under the MA progfanut by subtraction of the above
estimates an estimated 7,500 are not. The anéedidance alone documents at least some
children with severe impairments do not receivecdr® required to reduce their impairments.

Additionally, substantial evidence in the sciestdind medical literature that was
included in the submissions documents that eatlyctien and intervention are critical to the
ultimate functioning level of people with ASDs, wmndcoring the importance of the mandated
benefit's focus on providing care for children undge 22. There is broad consensus across the

* From Joel Ario, PA Insurance Commissioner letfe8-6-08, page 2,"3full paragraph, citing U.S.
Bureau of Census, Table DP-1, Profile of GenerahBgraphic Characteristics: 2000. Census 2000,
at http://censtats.census.gov/data/PA/04042.pdf. &kemates are consistent with the
www.census.gov/population/projections/state/stpiageaeports for July 2005.

® The Insurance Federation of Pennsylvania lettd0e4-07 citing 2003 Medical Expenditure Panel
Survey taken by the federal Department of Healthtduman Services Agency for Healthcare
Research & Quality, page 5 8ull paragraph.

® Joel Ario, PA Insurance Commissioner letter of-88 page 2, 3 full paragraph.
" Estelle Richman, Secretary of DPW'’s letter of BLOF, pages 6-7 and 10-12.

8 Slide presentation entitled Bureau of Autism SeesiDepartment of Public Welfare Update, April 3,
2007.

° There were too many pieces of submitted evidettesting to this to list all of them, but examples
include Bryson SE, Rogers SJ, Frombonne E, 20Q8is# spectrum disorders: early detection,
intervention, education, and psychopharmacologitafvention. Canadian Journal of Psychiatry, 48:
506-516; Rogers, SJ, 1998. Empirically supportadprehensive treatments for young children with
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medical and other fields that provide care to ¢hitldwith ASDs (e.g., pediatrics, psychiatry,
neurology and the allied fields of psychology, sjretherapy, occupational therapy and physical
therapy) that the best and most efficacious treatmiautism requires early recognition and
diagnosis and early intensive treatment while tflaénbhas the maximum potential to recover
and/or compensate for the underlying pathophysiolpmpcesses. Intensive remediation through
repeated appropriate behaviors in affected brasngsses (communication, social
responsiveness, sensory processing), which is gmagato physical therapy for victims of stroke
or nerve damage, is very widely accepted as &ariglement in the treatment of autism. The
submitted evidence supporting this point is too arous to list in their entirety but include the
National Institute of Child Health and Human Deyetent Autism Overview:

“Research shows that early diagnosis and intervestilelivered early in life, such
as in the preschool period, are more likely to ltaaumajor positive effects on later
skills and symptoms. . . Because a young childésnbis still forming, early
intervention gives children the best start possaole best chance of developing their
full potential. Even so . . . it's never too labebenefit from treatment. People of all
ages with ASDs at all levels of ability generalgpond positively to well designed
interventions.*

Trials of such remediation have consistently dertratesd significant improvements in
symptoms over periods of months to 2-3 yeHrs.

The efficacy of pharmacologic interventions appéaise less robust. At present, only
risperidone has been demonstrated to be widelyagiffius in reducing mood lability, self
injurious behaviors and aggression that often feterwith progress in the core areas of the

autism. Journal of Clinical Child Psychology 271679;New York State Department of Health,
Clinical Practice Guideline, Report of the Recomdwtions Autism/Pervasive Developmental
Disorders 1999; publication no 4215 and Clinicald®ce Guideline: The Guideline Technical Report,
1999; Volkmar F, Pauls D, 2003. Autism. The Lar82:1133-1141.

2 The submitted evidence supporting this point acertumerous to list in their entirety but include
National Institute of Child Health and Human Deystent Autism Overview “Research shows that
early diagnosis and interventions delivered earlijfé, such as in the preschool period, are more
likely to result in major positive effects on latills and symptoms. . . Because a young chilcééb
is still forming, early intervention gives childréime best start possible and best chance of daewglop
their full potential. Even so. . . it's never tlae to benefit from treatment. People of all agéh
ASDs at all levels of ability generally respond itigely to well designed interventions.”

" Harris SJ, Delmolina L, 2002. Applied behaviaaahlysis: its application in the treatment of autsnd
related disorders in young children. Infants amdiyg Children 14:11-17.; Rogers SJ, 1998.
Empirically supported comprehensive treatmentyéamg children with autism. Journal of Clinical
Child Psychology 27:168-179., Individual articlas specific trials: Amerine-Dickens et al., 2006;
Bushbacker et al., 2004; Dillenburger et al., 2@i4geseth et al., 2006; Eikeseth et al., 2007; Hdwa
et al., 2005; Johnson & Hastings, 2002; Lovaasy 18R Eachin et al., 1993; Ozonoff & Cathcart,
1998; Sheinkopf et al. 1998; Weiss & Delmolino, 808allows et al, 2005; Tonge et al., 2006.

12 personal research and experience of panel memt8ikich, Aman MG, Langworthy KS, 2000.
Pharmacotherapy for Hyperactivity in Children wathtism and other pervasive developmental
disorders. Journal of Autism and DevelopmentabRilers 30:451-459.

Abt Associates Inc. 6



illness and often demand more intensive levelsaod such as hospitalizatiﬂ)?h.ln the same trial,
risperidone also resulted in significant reductionsore symptoms of repetitive behavidts.
However, more and more rigorous and controlledstoatreatments (pharmacologic, dietary and
behavioral) are being conducted and the evidense isarapidly expanding.

In addition, the evidence to date suggests th& edaervention may be especially
usefully for individuals who are higher functionimgth greater initial ability to demonstrate their
intelligence and to use languageGenerally, speech and behavioral treatmentssae most
often for younger children with autism, social kktherapies for children in the middle of the age
range, and psychotropic medications, residentia@, @nd hospitalization for adolescents and
adults with autism®

Evidence submitted by multiple insurers and/orrthejiresentatives clarified that they
routinely exclude coverage of some treatmentsttisia, particularly those that involve
behavioral treatments such as speech therapy aplicdBehavioral Analysis (ABA) therapy.

The reason for excluding speech therapy or limitmgnumber of sessions seems to be that they
do not believe that such therapies have a “reasemaipectation of achieving sustainable,
measurable improvement in a reasonable and prbtéqteriod of time* In addition, they note
that some group customer benefits have blanketisixeis for autism® In a survey of 46
commercial, employment-based policies, Peele ahdagues found that all of the plans

excluded autism?’ The insurers who responded did not provide daténe numbers of

13 Research Units on Pediatric Psychopharmacologiséutetwork, 2002. Risperidone in children with
autism and serious behavioral problems. New Emlamurnal of Medicine 347: 314-321.

14 McDougle CJ, et al., 2005. Risperidone for thee@ymptom domains of autism: results from thestud
by the autism network of the research units ongteadipsychopharmacology. American Journal of
Psychiatry 162: 1142-1148.

!5 ovaas, 10, 1987. Behavioral treatment and nomudaikation and intellectual functioning in young
autistic children. Journal of Consulting and GladiPsychology 55: 3-9.; Sallows GO; Graupner TD,
2005. Intensive behavioral treatment for childnéth autism: four-year outcome and predictors.
American Journal of Mental Retardation, 110:417-438

16 Mandell DS, Morales KH, Marcus SC, Stahmer AC, idds Polsky DE, 2008. Pediatrics 121: e441-
448.; Croen LA, Najjar DV, Ray GT, Lotspeich L, BarP, 2006. A comparison of health care
utilization and costs of children with and with@uttism spectrum disorders in a large group-model
health plan. Pediatrics 118: €1203-1221; Mand8lI(R007). Psychiatric hospitalization among
children with autism spectrum disordedournal of Autism and Developmental Disordeédev 2007,
epub ahead of print; Aman MG, Lam KSL, Colliwe-GrigsA. (2003). Prevalence and patterns of
psychoactive medicines among individuals with amtis the autism society of Ohio. Journal of
Autism and Developmental Disabilities 33:527-533anz M (2007). The lifetime distribution of the
incremental societal costs of autism. Archive®ediatrics and Adolescent Medicine. 161:343-349.

" Eg. Highmark letter 10-04-07, page 7, last itertidulleted list.

18 Highmark letter 10-04-07, page 7 last full pasgur. Also see Highmark’s medical Policy on
indications and limitations of coverage.

19 peele PB, Lave JR, Kelleher KJ, 2002. Exclusam limitations in children’s behavioral healthear
coverage. Psychiatric Services. 33:591-594.
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participants they currently serve with autism speutdisorders or the mean or median amount of
care reimbursed.

The anecdotal statements from parents and someadygroups indicate that they are
frequently denied health insurance coverage facédd children simply because of their
diagnosis, that initial diagnostic evaluations smenetimes not covered when a final diagnosis of
autism is made even though there was no diagnasaly, that the treatments (especially allied
therapies such as speech therapy) or recommenddaenwf treatments are frequently not
covered and that sometimes well child and routediairic care is not covered because a child
has autism. No evidence was presented regardinpthl number of denied claims.

Insurers contend that MA provides these servicealfandividuals with autism who
need services in PA through PH85However, it is clear from documentation providscthe
DPW, Department of Insurance (DI), Speaker O'Brtbe, Health Law Project, and anecdotal
statements from concerned citizens that PH-95 dotprovide complete coverage. Multiple
factors create the incomplete coverage.

First, children must meet criteria for disabilityexified by MA. This almost always
means they must first have a diagnosis (which waooldoe covered for many of the policies),
and that they must be severely affected by autsthat they meet disability criteria. Yet, itis
precisely those children who are less severelctftewho may be most able to benefit from
early intensive intervention and able to go ondoldnood with minimal sequelae of the iliness.

Second, parents and advocates provide anecdotidred of frequent delays of several
months before MA eligibility is approved. In theepailing treatment model of autism delayed
treatment is less effective treatment.

Third, the DPW, the DI, and concerned citizens aibcates raise concerns about
limited numbers of providers who are willing to apt MA's reimbursement rate and various
bureaucratic challenges involved with reimbursemenhe citizens note anecdotally that this
leads to frequent staff turnover, which can beesrily disruptive for a child with autism, and
unqualified or poorly trained staff and very longiting lists often with requirements to travel
considerable distances for care. Also, it appdeisMA benefits are frequently provided in the
context of a managed care organization, which mighise to provide high intensity services.

Fourth, DPW and parents raise concerns about freqligruption of services associated
with recertification of need multiple times per ye#t least one parent reported that these re-
evaluations were disruptive to her son’s emotiovell-being.

Fifth, DPW reports that 13,800 children with autismabout 60% of the expected
number are served by the MA program. Several pauepressed discomfort with being on MA.

2 Highmark letter 10-04-07, page 11; Independence Blross letter 10-02-07, page 2; Blue Cross of
Northeastern Pennsylvania letter 10-04-07, padgeapital Blue Cross letter 10-3-2007, p. 2.
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The Panel’s view based on the evidence submittdthtsservices are available to some
Pennsylvania children with ASDs, but multiple barsikeep substantial numbers of children
from receiving care that they need.

Extent to which the benefit would be utilizédio definitive evidence was provided in this
regard. Three different research groups foundabasm specific services are used by about
1/500 children (range 1/476 to 1/521)However, these numbers reflect the current wickesp
limitations in coverage, and therefore are likelpe underestimates of the extent of demand if
coverage were provided. Johnson and Hagfirigsnd that financial limitations are a significant
barrier to obtaining early intensive interventid®ome of these barriers (e.g., limited resources to
cover transportation to appointments) might stllib effect even if the insurance mandate were
in place. However, it is seems likely that withedrarrier (cost of service which is probably the
most expensive) eliminated, use would increase.

Question 2. The extent to which coverage for the proposed benefit already exists, or if no
such coverage exists, the extent to which this lack of coverage results in inadequate
health care or financial hardship for the population of the Commonwealth.

Extent to which insurance coverage for the propds=stkfit already exists

No scientific or comprehensive administrative de&e made available to the review
panel concerning (1) the number and proportiomsdiiers and policy-holders in the
Commonwealth who currently have health insuraneeiing the mandated benefits proposed in
HB 1150, (2) the range of services for individualth ASD that are currently covered by
Medical Assistance (Medicaid) and the current pagt®f use of these services, and (3) how
service use patterns for individuals with ASD und@& 1150 might vary from existing patterns
of service use under Medical Assistance. As a cpresgce, the Review Panel found it difficult to
state in precise quantifiable terms how much cayerxists for individuals with ASD, for which
services, and whether the mandated benefits of H# &re duplicative or complementary of
existing coverage.

In a survey of benefit exclusions in 1@&nmercial, employment-based behavioral health
plansmanaged behavioral health care plans, Peele alghgoks found that autism was excluded
in 46 health plans that were in effect in 189isurance exclusions have led to efforts in variou

2 Leslie DL, Martin A, (2007). Health care expendits associated with autism spectrum disorders.
Archives of Pediatrics and Adolescent Medicine B60:-355.; Litak GS, Sutart T, Auinger P, (2006).
Health care utilization and expenditures for claldwith autism: data from U.S. national samples.
Journal of Autism and Developmental Disorders. 36:879; Mandell DS, Cao J, Ittenbach R, Pinto-
Martin J (2006). Medicaid expenditures for chilureith autistic spectrum disorders: 1994-1999.
Journal of Autism and Developmental Disorders 3&-485.

2 Johnson E, Hasting RP, 2002. Facilitating facsoms barriers to the implementation of intensivenke
based behavioral intervention for young childrethveiutism. Child Care and Health Development.
28:123-129.

% peele P, Lave J & Kelleher K. Exclusions and latiitns in children’s behavioral health care coverag
Psychiatric Services 53 2002: 591-94. These 46sphaare selected from 71 contracts with Magellan
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states to achieve parity for autism and ASD redatovother childhood medical conditions.
According to America’s Health Insurance Pl&hehirteen states as of July 5, 2007 had mandated
insurance coverage for autism or ASD disorderadiition, coverage for the benefits mandated
in HB 1150 is available in the Department of Detefisi-Caré® health insurance program for
military dependents. Tri-Care is prohibited by fiediéaw from covering special education or
“unproven care,” but it does cover “physician offivisits, immunizations, and interventions
such as speech therapy, physical therapy, and atoogl therapy” for individuals with ASD.
Tri-Care’s Extended Care Health Option (ECHO) bera#iows cost-sharing of applied behavior
analysis up to $2,500/mo. or $30,000/yr.

Other evidence submitted for review with regardagerage consists of point-
counterpoint commentaries by proponents and oppsmétiB1150 about whether or not
insurance coverage currently exists, the appraprésts of covering ASD services under health
insurance policies, and the effects of cost-shgffiom public (Medicaid) to private (group health
insurance) payers.

Proponents of HB 1150 argue that Pennsylvania émsurave systematically excluded
coverage for treatment and support services favighaals with an ASD. “Just as the infamous
‘redlining’ practices of the mortgage industry riésd in ‘mortgage discrimination’, the health
insurance industry is inflicting ‘diagnosis disciiration’ by redlining individuals with autism
diagnoses out from coverag®.Further, proponents maintain that ending insurance
discrimination will increase access to medical casatment, and support services for children
with autism while producing significant economiabéts to the families and other citizens of
Pennsylvania that outweigh any costs associatddhit 1150. Among the benefits mandated by
HB 1150 is Applied Behavioral Analysis (ABA). Prapents maintain that ABA is an effective
means of ameliorating the varied symptoms of ARt private insurers exclude ABA
treatments from most group policies; and that cbitldn Pennsylvania have rarely had access to
ABA through either public or private insurance syss>’

Insurance companies and their representatives@sagthe major opponents of HB
1150 [Also see comments under Questions 3 anth8ssence, their position is that “a mandate
is not justified where coverage is already ava@&Bland that coverage for the mandated benefits
under HB1150 already exists from the Departmeudilic Welfare through the PH-95 section

Behavioral Health because they were in effectierdntire 1996 calendar year, had stable enrollment
and enrolled at least 1,000 employees each.

24 America’s Health Insurance Plans: Summary of Sttsedated Benefit Autism Laws—as of July 5,
2007. States are: CA, CN, GA, HA, IL, IN, KS, KYALMO, NH, NY, SC.

% Department of Defense Report and Plan for Sentizédilitary Dependent Children with Autism, 2007.

% gpeaker of the House Dennis M. O'Brien, Rebuttate8nent in Support of the Cost-Effectiveness of HB
1150, November 19, 2007, p.1.

27 Comments of James N. Bouder, The Vista FoundatiioRlossie Wolf, Pennsylvania Health Care Cost
Containment Council, no date.

28 |_etter of John R. Doubman, The Insurance Federatid®ennsylvania, Inc., to Flossie Wolf,
Pennsylvania Health Care Cost Containment CouBcilpber 4, 2007, p. 2.

Abt Associates Inc. 10



of Medical Assistance (Medicaid) which is availatié®?ennsylvania families without
consideration of their income or insurance statusurther, “(W)ith sufficient coverage available
through a robust DPW program and provider netwweksee no need to shift the cost of the
current program — or any developmental disabiliggpam — to the private sector and further
increase the cost of purchasing health insuranBeimsylvania®

Speaker O’Brien counters with the following rebbitth

=  “HB 1150 simply requires insurance companies tog#air share of the cost of treating
Pennsylvania children who have autism. It doegeace the current source of
coverage that families receive through Pennsylvaiedical Assistance Program. The
current program, known as Category PH-95, will caré to pay for treatments for
families who do not have private coverage, and eaiitinue as the payer of last resort
for those who do have private insurance, coveimgjany cases, co-pays and costs
beyond the $36,000 yearly limit.”

* “The PH-95 program has met many needs for famaies have children with autism.
However, this program is by no means guaranteedritinue into the future. In fact, at
any time, the state or federal government couldiepbarriers to access such as
participation premiums or income-eligibility regaeiments, adversely impacting families
who are already paying premiums and co-pays for phivate insurance.”

=  “HB 1150 not only will result in a cost savingsttee Commonwealth’s Medical
Assistance Program, it also will result in a loegat cost savings to the health care and
educational costs of the Commonwealth—accomplishexigh improved access to
quality medical care, accurate diagnosis, accegsatment and intervention and support
services. This benefit will extend far beyond tamilies who have loved ones with
autism, and reaching all taxpayers.”

Based on the above considerations and relateémsédt is clear that private health
insurance companies in Pennsylvania currently ebechutism and ASD from group coverage.
Autism services are covered through public insuedndhe Medical Assistance (Medicaid)
program administered by the Department of Publit¢f&e both in the regular program for
Supplemental Security Income (SSI) beneficiariabiarCategory PH95 for families whose
incomes do not qualify for SSI participation. Howee the Review Panel did not have access to a
comprehensive description of current Medical Assise service use by individuals with autism
or ASD. Accordingly, we are not able to make aedatnation as to how much of the benefits

2 Letter of Mary Ellen McMillan, Independence BlueoSs, to Flossie Wolf, Pennsylvania Health Care
Cost Containment Council, dated October 2, 200&.e&&0: Letters of Floyd Warner, Pennsylvania
Chamber of Business and Industry, August 8, 20@beR E. Baker, Capital Blue Cross, October 3,
2007; Michael Warfel, Highmark, Inc., October 40Z0

%0 etter of Kimberley L. Kockler, Blue Cross of Nbeastern Pennsylvania, to Flossie Wolf, Pennsydvani
Health Care Cost Containment Council, dated Octdb2007.

31 Cover letter of Speaker of the House Dennis M.ri@Bwith Statement of Essential Background
Information, to Flossie Wolf, Pennsylvania Healtiar€ Cost Containment Council, October 4, 2007,
p. 1-2. See also citation to Mr. O’'Brien in footad6 above.
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mandated by HB 1150 are currently covered by Médisaistance. This data gap is especially
notable with regard to the frequency, intensityd daration of use of Applied Behavioral
Analysis (ABA) under Medical Assistance. Most ppopnts identify access to ABA as one of
the key benefit of HB 1150, but the Review Pandlrtbt have adequate information to assess
how much of the current need for ABA is met by MedliAssistance.

Extent to which lack of coverage results in inaggguhealth care or financial hardship

As above, no scientific data were presented tdRéndew Panel that quantified the scope
and intensity of inadequate health care or findri@edship for parents of children with ASD in
Pennsylvania that result from the lack of privatalth insurance coverage for the benefits
mandated in HB 1150. The pertinent documentatitnngiied for review consists of statements
of fact submitted by government officials, severablished research reports that are based upon
data collected in other states, and personal séatEsnirom parents and other relatives of children
with ASD.

The Autism Task Force Final RepBrissued by the Department of Public Welfare in
December 2004 contains extensive commentary oim#tkequacies in the diagnosis, treatment,
and support services for children in Pennsylvarith WSD and the impact of these inadequacies
on families. The Task Force was comprised of @& family members of people living with
autism, service providers, educators, administsadod researchers. It was charged with
developing a plan for a new system of organizafimancing, and delivery of services to people
with autism in Pennsylvania. Among the inadequaidentified were limitations in the state
mental health and mental retardation systems fortifying and treating autism and the shortage
of qualified providers to diagnose and treat ASE dupart to low reimbursement rates and the
lack of insurance coverage for some necessarycesvi

One published report that addresses the finanaialdm on families was included in the
information submitted to the Council. Sharpe & Balk007) have reported in the Journal of
Family and Economic Issues on a study of finarismles associated with having a child with
autism® Between July 2003 and May 2004, the authors sed/eyconvenience sample of 333
parents and primary caregivers living in the Midimgso had a child with autism under age 19.
They asked questions about autism-related expersespt of publicly-funded services,
financial problems, and employment difficulties.€jranalyzed responses to the following
(yes/no) question: “During the past twelve monttes your family had financial problems
because of your child’s autism or related condgi®nTwo main characteristics distinguished the
families who reported experiencing financial probée (1) they utilized medical interventions
and had unreimbursed out-of-pocket expenditurematdical doctor or therapy or for education
expenses (by 121%, 264%, and 289%, respectivety{rthose with incomes under $40,000
were more likely to have financial problems thaosghwith higher incomes. The authors also
note that “Many survey respondents forfeited finalhgecurity and even experienced bankruptcy

32 Department of Public Welfare, Commonwealth of RBghrania, Pennsylvania Autism Task Force Final
Report, Harrisburg, PA: Office of the SecretarycBmber 2004.

% Sharpe DL & Baker DL (2007). Financial issues aixted with having a child with autism. Journal of
Family and Economic Issues 28:247-264.
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to provide needed therapy for a child with autig®harpe & Baker, 2004, p. 247, 259).
However, exact frequencies of these events wereepotted.

Numerous testimonials from parents of children wA8D were also submitted to the
Council. While not a representative sampling bath parents in the Commonwealth, these
letters nonetheless describe the social, psychafgind financial burdens that many families
face in obtaining diagnostic, treatment, and supgenvices for children with ASD. The
following statements are excerpts from these Ietter

= “Before my child’'s diagnosis | was a tax-payingzsh, with a salary well above the
mean, in a field—computer science—that was ecoraltyicritical to Pittsburgh’s
post-steel rebirth. | was, in other words, conttiitbigito my family, my community,
the state, and the country. Shortly after diagndsiad no choice but to walk away
from that career in order to fight with our insucarcompany, navigate the morass of
the Medicaid system, and, often, act as my chdgeech therapist, occupational
therapist, play therapist, and educator when tetegayfailed to provide for her. Of
the hundred or so families | know with childrentbe spectrum, almost all of whom
were two-career before diagnosis, only two stiltdhéull-time working parents. Lost
wages, lost taxes, and lost potential are all dbsismust be considered in any
economic tally.?

= “lthink | can best demonstrate the need for HdBifel 150 to become law by listing
the “out of pocket” expenses | incurred over tret tavelve years. My boy
Christopher is fourteen and has autism. He is nsy iend—my heart—my soul—I
think | have paid out approximately $600 thousawer ¢the past 12 years>”

= “Because there is little or no insurance coverageliagnostic team services, there
are very few diagnostic teams. Even if a family fuagls to pay for diagnosis, there
is an extended wait for appointments. Appointmémtsiew patients may be
anywhere from 7 to 20 months away. My son haslavielp appointment in Dec.
2007. This first-available appointment was schedlineMay!”*®

=  “My son is unemployed and his wife is holding thenfly together financially. They
have been through two rounds of speech therapypaadound of motor skills
therapy, mostly at their own expense, and with ¥t insurance coverage they
could get. At this point they have exhausted atheir savings and used any
insurance that might help him. Jack has improveticam now put 2 to 3 words
together but he still can’t communicate. The thgrsgssions have definitely helped

34 Letter of Jill Fain Lehman, Pittsburgh, PA to EiesWolf, Pennsylvania Health Care Cost Containment
Council, October 2, 2007.

% Letter of Bill Davis, Elizabethtown, PA to Flosal¢olf, Pennsylvania Health Care Cost Containment
Council, October 1, 2007.

% Letter of Edwinna D. McHale, Palmyra, PA submitted®ennsylvania Health Care Cost Containment
Council, October 3, 2007.
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but now because there is no more money or insuren@rage Jack’s progress has
really slowed down considerably’”

=  “While many in the insurance industry point to thet that these children are being
serviced through the State’s Medical Assistancegiam, what they are NOT telling
you is that the reimbursement rates for medicastsxe are so incredibly low that
very few providers accept MA. This, in turn, hasated enormous waiting lists all
over the Commonwealth who desperately need servi€be average wait to receive
speech therapy from a facility that takes medisalsdance, if you can find one, is
approximately 5 months. Imagine that someone yoe las a horrible disorder that
can be treated, but that treatment is being withfel 5 months. How would you
feel? What would you do? You would feel as we dbat precious time is ticking by
along with a window of opportunity that can neverrbplaced

Due to the absence of comprehensive utilizationntepr other scientific data, the
Review Panel was unable to determine the extenhioh low Medical Assistance
reimbursement rates limit timely receipt of sergif®m the ASD provider network, whether
there is an adequate number of ASD providers, drethver providers are adequately trained to
provide the full range of ASD services, includingplied Behavioral Analysis (ABA).

Question 3. What is the demand for the proposed benefit from the public and the source
and extent of opposition to mandating the benefit?

What is the demand for the proposed benefit framptiblic?

To gauge the demand for the proposed benefit fhrenpublic, one would need to assess
the amount of unmet need and the amount of fanityob-pocket costs that would be covered by
the mandate. The Panel reviewed evidence subnaittdebalth care coverage, health care costs
and expenditures, health services use, the burdamiem (financial and humanistic), and the
economic evaluation (cost-benefit/cost-effectivahed autism treatments.

Because the size of the autism population is sraktive to other chronic conditions
affecting children and young adults, most administe databases, insurance claims databases,
and survey data contain too few individuals on Wwhiz draw solid policy conclusions and lack
family out-of-pocket expenditures. Furthermore;daese benefits for autism spectrum disorders
(ASDs) are usually excluded from health insuranees insurance claims and administrative
databases are not expected to include data orcesrfar individuals with an ASD diagnosis.
Analyses based on claims databases that do inttode with ASDs may result in biased
findings.

37 Letter of Beverly Thompson, King of Prussia, PAtossie Wolf, Pennsylvania Health Care Cost
Containment Council, September 20, 2007.

38 etter of Cindy L. Waeltermann, Wexford, PA to §éte Wolf, Pennsylvania Health Care Cost
Containment Council, September 29, 2007.
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The submitted evidence, reviewed in detail beldoes present evidence that children
and young adults with ASD are expensive and tretrtbreased costs of care, relative to children
and young adults without ASD, are driven by dimaetdical costs (physician visits, psychotropic
medications, psychiatric hospitalizations), direoh-medical costs (supported employment
program), and indirect costs (lost productivitybnee). However, as will be discussed below, the
strength of this evidence varies and in some dagesubmitted evidence is of insufficient quality
to answer the question posed above.

Burden of Autism

A number of articles were submitted as evidenaaithe burden of autism. Jarbrink,
and Knapp (200%j and Ganz (200# present data on the financial burdens of autisth an
Sanchez-Valle et al (2008)provide evidence about the humanistic burden tiimu

Jarbrink and Knapp present an often-cited cost of illness (COl) mddwh the UK
perspective that is similar in methodological aggtoto the one published by Ganz (2087).
Costs for hospital services, other health and seet&ices, living support, voluntary support,
special education, medications, sheltered workgstupd employment), day activities, lost
productivity, family members’ time costs, and fayréixpenses were enumerated, costed, and
combined to estimate the cost of autism. Inforoaaé costs were excluded due to uncertainty
and lack of information and direct costs did naiude costs associated with unvalidated
treatments or criminal justice. Although, in gaadethe cost model itself has face validity and is
widely cited, this article, however, does not prestrong evidence for the current United States
context. This study uses data from many sourcegtenquality and validity of those underlying
data are not clear. Although this study takescéetal perspective, it is not clear from this study
if the costs are incremental or total costs.

More recently Gar{ estimated the lifetime costs of autism from a e@tiperspective
for the United States. Using age- and sex-spediia on direct medical, direct non-medical, and
indirect costs, Ganz estimated an average peracdisicounted lifetime cost of $3.2 million per
person. This model is similar in constructionite model presented by Jarbrink and Kn&pp.
Ganz, however, provides the costs of each compaieaaire in 5-year age categories which
allows the reader to understand which costs are maevant at different ages. The relative
importance of different costs at different ages/mtes information on the source of payments.
According to Ganz, the total discounted lifetimetsoof behavioral therapies (ending at age 21)
are $206,333 which is the largest component ottireedical costs. These behavioral therapies
were estimated to cost more than the total lifetbmgts of special education per child ($150,483).
Although this article has been cited numerous timéke package of evidence submitted to the

39 Jarbrink K, Knapp M. The economic impact of autisnBritain. Autism. 2001;5:7-22.

40 Ganz ML. The lifetime distribution of the increnahsocietal costs of autism. Archives of Pediatdad
Adolescent Medicine. 2007;161:343-349.

*1 Sanchez-Valle E. Posada M, Villaverde-Hueso Al eEstimating the burden of disease for autism
spectrum disorders in Spain in 2003. Journal ofshutand Developmental Disorders. 2008;38:288-
296.
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Panel and although it has been cited by a numbsetaté governments to support extended
services and mandated health insurance expansiookifdren and adults with autism (Missouri
Department of Mental Health, the Alaska Govern@utaincil on Disabilities and Special
Education, Caring for Washington Individuals wititAm Task Force, Arizona Autism
Insurance Council, and the Nevada Department ofttHaad Human Services Autism Summit
report), it still suffers from some of the sameicisms as the Jarbrink and Knapp, namely that is
relies on a number of simplifying assumptions aselsudata from many sources and the quality
and validity of those underlying data are not clear

In addition to economic burden of autism, thera c®nsiderable humanistic burden of
autism. Sanchez-Valle, ef'apresent an estimate of the disability adjustesiyidars (DALY),
which is a population-level measure of the burdeifireess. Using data from Australia on autism
incidence rates and standardized mortality rate fitatn California to compute the DALYs
associated with autism, Sanchez-Valle et al estintiatt autism is responsible for 44,000 DALYs
lost in Spain. These results imply that early d@gjs and treatment may be able to reduce
DALYSs lost.

Exclusions, Limitations, and Access to Care

Peele et &f analyzed data from 128 behavioral health planiswiese in effect in 1996
and 1998 to determine the exclusions and limitatiocoverage. They found that a significant
proportion of plans had benefit exclusions andthtibns for ASDs. The authors concluded that
affordability of treatment (health plan coverager@ases affordability for families) is an
important determinant of access. Exclusions ag bopayments were also important
determinants of access. Because of benefit limitat the authors report that parity legislation
did not often meet the health care requirementhitdren with behavioral health needs.
Furthermore if children exceeded their yearly benieéy would be, in effect, uninsured for the
rest of the year. Although this article does pnts&idence that ASD-related exclusions and
limitations reduce access to care, and therefareiges evidence that there is an unmet need for
services that the mandate would address, this stsely old data on health plans that were not
selected in a random or systematic way.

Health Care Utilization, Expenditures, and LeveisJomet Need

Croen et 4 examined data from the Northern California KaiBermanente (KP)
database. The data in the KP system is approxXynaigresentative of the population residing in
KP’s catchment area, but because of the charaatsrid those enrolled in KP, the lower and
upper income groups are underrepresented in thabase. Differences in income, all else the
same, are unlikely to introduce bias since thegenarknown differences in autism incidence
rates by income level. However, lower income geoape more likely to be enrolled in Medicaid

42 peele PB, Lave JR, Kelleher KJ. Exclusions andditons in children’s behavioral health care
coverage. Psychiatric Services. 2002;53:591-594.

3 Croen LA, Najjar DV, Ray GT, Lotspeich L, Bernal#comparison of health care utilization and costs
of children with and without autism spectrum disnglin a large group-model health plan. Pediatrics.
2006;118:e1203-e1211.
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and hence, family and child characteristics assediaith Medicaid enrollment are likely to be
underrepresented in the KP data. This study fedtararge sample size and the analyses
adjusted for a selected set of patient charadtesist his study does provide evidence that
children with ASD diagnoses utilize health carevses more intensely than children without
ASD diagnoses and are responsible for higher health costs. Total costs for children with
ASD diagnoses are about three times larger thddrehiwithout ASD diagnoses, which is
consistent with previous literature. Prescriptioedication and hospitalizations are important
contributors to the cost differential. Althoughlikaly to introduce substantial bias, this study,
however, may have utilized a suboptimal statistieahnique to compute costs adjusted for child
characteristics (ordinary least squares (OLS) s=ijpe using raw dollars as the outcome variable
rather than a regression model using log-transfdroest data or another regression technique
such as the generalized linear model). Hospitatiaa (psychiatric and non-psychiatric),
outpatient visits, and psychotherapeutic medicatisare the main cost drivers. Children with
ASDs and comorbid psychiatric conditions cost saidlly more than children without ASDs
(but with comorbid psychiatric conditions) indiaadithat the presence of behavioral and social
impairments complicate the management of childrigh ASDs. The authors speculate that in
the absence of evidence-based biomedical therbpidise core symptoms of ASDs that
providers prescribe psychotherapeutic agents getdine psychiatric comorbidities. Although
this is a well designed study that includes a n@bAcontrol group, to the extent that certain
ASD-related services are already included in KR'sdifit package, this article does not provide
evidence in that there is an unmet need for ses\tttat the mandate would address. However,
these costs may be underestimates because sd¢hatese not paid by the KP plan were not
included. The article does not discuss whethell E#Bvices were included or excluded.

Following the work of Croen et al., Leslie and izl estimated the costs associated
with autism in traditional health care settingsgsa national health insurance claims database
(Thompson’s MarketScan). This database includesaa4.5 million covered lives from
employer-sponsored private health plans and insld@déa on physician visits, hospitalizations,
and pharmacy claims. Using data on 9,506 patigitiisan ASD from 2000-2004, the authors
estimated that total costs for patients with an A8@ged from $5,316 per patient in 2000
($47,379 per 10,000 patients) to $6,706 in 20044$410 per 10,000 patients) [all amounts in
2004 dollars]. These costs are underestimatesibecwt all plans cover ASD and services
delivered in non-traditional settings (for exampteschools or residential treatment) are not
captured. Out-of-pocket costs are also not cagt(irey are usually not captured in these types
of studies). The authors note that these costloareslative to other mental health diagnoses
(bipolar disorder, mental retardation, and psyd)josrhis study provides additional data that
children with ASDs are expensive (although thiglgtdoes not provide the costs of children
without ASDs or other mental health disorders fmamparison purposes). It does not present cost
data by category of cost (outpatient, inpatientlicegions, for example), so it is difficult to
compare these results to other studies that dés stidy is also limited by the fact that these
results are from patients covered under privaterarece schemes, many of which are self-
insurance plans sponsored by employers and arededfrom the mandate under consideration.

* Leslie DL, Martin A. Health care expenditures asated with autism spectrum disorders. Archives of
Pediatrics and Adolescent Medicine. 2007;161:359-35
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The studies by Croen et al and Leslie et al usadaiged care/private insurance data to
estimate the costs of ASDs. Because the careléwge proportion of children with an ASD is
financed by Medicaid, those studies provide incatgptata. Mandel et’alused 2001 Medicaid
data on children from all 50 states plus the Distf Columbia to investigate psychotropic
medication use. The authors identified 60,64 1dcai with ASDs and utilized random effects
regression models used to account for clusterirghibdren by state and county. They found that
56% of children used at least one prescription oadin and among those who used medication,
20% were using 3 medications concurrently. Netads (31%) were the most common,
followed by anti-depressants (25%), stimulants (R2%@o0d stabilizers (21%), anxiolytics
(12%), and sedatives (3%). Older children wereenhiely to have used medication (18% of
children 2 and under used medications and 32%ilsfreh 3-5 used medications) and 61% of
children with Asperger disorder used psychotropédimations versus 53% of children with
autistic disorders. This study used a good qudkisign with a large representative database and
many of the patterns reported in this study arexagcted and are similar to previous work.
However, the use of ASD diagnosis codes in Medickitns have not been validated, although
previous chart reviews indicated >97% positive tace value of such diagnosis codes recorded
in encounter data. A limited set of clinical (inding severity level) and county-level
characteristics that are correlated with medicaties are available for these analyses.

Mandel and colleagues also used Medicaid datavestigate overall health care
expenditures for children with autisth.Using Medicaid claims data on children 21 andngsr
for services delivered in 1994-1999 in Allegheny@ty, PA, Mandell et al reported that children
with an ASD diagnosis (N=334) had health care ses/that had reimbursed expenditures (about
$10,000 per year in 1999 dollars) that were 9 tmgher than other Medicaid-eligible children
(N=183,488) and 3.5 times higher than children wésgd with different developmental delays
(N=1,467). Inpatient psychiatric care and outptjsychiatric services accounted for major
portion of the difference in costs. This study dad capture all of the autism-related services tha
the children receive (e.g., the authors note tiatepartment of Education is responsible for
considerable portion of the expenses). Althoughgtudy was limited to Allegheny County, it
does provide evidence that, at least from 1994-188i8dren with autism were responsible for
considerable psychiatric costs. This study doe¢present estimates of family out-of-pocket
expenses that the PA Medicaid program did not cowarwas there a discussion the types of
services that the Medicaid program did not covelt & difficult to draw conclusions about the
level of unmet need and demand for the proposedlatarirom this study.

In addition to proprietary insurance claims datd ®ledicaid claims, national survey
data can also be used to investigate the utilimatial expenditure patterns (and hence unmet
need) of individuals with ASDs. Liptak et'alised data from 3 sources, the Medical Expenditure

%> Mandell DS, Morales KH, Marcus SC, Stahmer AC, ldds Polsky DE. Psychotropic medication use
among Medicaid-enrolled children with autism speetrdisorders. Pediatrics. 2008;121:e441-e448.

¢ Mandell DS, Cao J, Ittenbach R, Pinto-Matrin Jdiaid expenditures for children with autism
spectrum disorders: 1994 to 1999. Journal of Autisith Developmental Disorders. 2006;36:475-485.

*" Lipak GS, Stuart T, Auinger P. Health care utiiaa and expenditures for children with autism: &at
from U.S. national samples. Journal of Autism amrd&opmental Disorders. 2006;36:871-879.
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Panel Survey (MEPS), the National Ambulatory Med@are Survey (NAMCS), and the
National Hospital Ambulatory Medicare Care SurvitfyHAMCS) for various years from 1997 to
2000. The authors compared children with ASDdhitdeen with depression, mental retardation,
and “children in general.” Children with ASDs wdess likely to have received psychotherapy.
Costs for children with an ASD were higher thandkiger groups ($6,132 vs. $5,851, $1,626,
$860). Drivers of these differences include ougpdtvisits (number of visits twice that of
children with depression, 42 vs. 20, and almogin@g that of children with MR), physician
visits, and prescription medications (risperidond elonidine were the most common). Family
out-of-pocket expenses for children with an ASDev&613 and were $687, $161, and $193 for
children with depression, mental retardation, arcchildren in general, respectively. Although
this study used nationally representative surveg dad therefore contributes to this literature by
rounding out the sources of cost data, aspectioftudy’s quality limits its value as evidence
that there is an unmet need for services that dnedate: the base year for costs is not reported;
children in institutional settings are not includadcommon drawback in all of the studies
reviewed here); diagnosis codes (in the case diBRS) were self-reported by the parents and
the MEPS does not report all 5 digits of the diaimoode so true ASD could not be uniquely
identified. A major limitation is the small samize of this study: 31 cases were identified in
the MEPS and 80 from the NAMCS/NHAMCS, which metret the confidence intervals
around estimates is likely to be wide. The AgefaryHealthcare Research and Quality (the
administrator of the MEPS) warns against analyssed on fewer than 100 cases.

Utilization and Expenditures on Other Autism-Reafafervices and Needs

Because existing surveys do not address the datdsrof the autism health services
research community, Jarbrink, Frombonne, and Kifapipcussed the development of a data
collection tool (questionnaire) to obtain data lo@ tost and time to support children with autism.
Responses to this questionnaire were combinedunithcost data to compute the incremental
costs of autism. In this pilot study data on 18.@fchildren were analyzed. Parents estimated
that they lost about 22 hours of work per week tdutheir child’s autism. Out of pocket costs
were assessed by the questionnaire and by a dhergiary yielded higher costs). Although this
study presents a method that can be used in fatudées of the costs associated with autism,
especially family out-of-pocket costs, the datarfriis particular study are limited by its very
small sample size.

It is possible for young adults with high-functiog autism to be employed with the
proper supports. Because supporting employmenhdividuals with autism does involve extra
training and the involvement of support staff, thare associated costs. Jarbrink Eteadamine
the cost implications of young adults with high dtioning autism. Using data from a study
conducted from 2000 to 2003 in 4 communities in &&wethe Jarbrink et al examined the types
of and amounts of services used by people with Af®Ring for employment. Baseline
interviews were conducted with 19 individuals (tielely high functioning and many had
received some education). Health care comprisedt&t5% of the total costs associated with the

“8 Jarbrink, Frombonne, and Knapp, 2003

%9 Jarbrink K. The economic consequences of autipgctsum disorders among children in a Swedish
community. Autism. 2007;11:453-463.
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care of these individuals. Almost 70% are prodifgtiosses and community support-related
costs. Individuals were followed-up about 10-18whg later. Total costs decreased by 86%
(66% of the decrease was from decreased outpabetd that resulted from the use of mobile
teams that visited the individuals with ASD). Besa supported employment benefits are not the
target services of the proposed mandate, it i€lear how this study provides evidence on the
demand for the proposed benefit. This study rediethany assumptions, was purely descriptive
(no statistical tests were performed), did noizdika control group, used a small sample size
(implications for power), and used a regional Swkdiample.

The cost and utilization studies reviewed to detee relied on large preexisting
databases and have provided evidence, regardlgssgofality, that children with ASDs cost
more to care for than children without ASDs and thapatient care, hospitalization, and
psychotropic medications drive those higher co$tse extent of unmet need for services that the
mandate would cover is not necessarily clear fllonse studies, but there is evidence of
substantial family out-of-pocket costs and of tee of medications and psychiatric
hospitalization that may be used to manage congasegs. Mandetf instead designed a survey
to estimate the prevalence and risk factors agsakigith psychiatric hospitalization among
children with ASD. The authors fielded a survegttrecruited, by postal mail, 273 caregivers of
children with ASD who previously expressed inteiagtarticipating in a survey. Researchers
contacted 173 autism care provider organizati@tpjesting that they distribute letters to
families. The survey was developed through 7 fagosips with parents of children with ASD.
Data were collected on 760 children ages 5-11 ditgnoses of ASD and Asperger condition,
and PDD-NOS (out of 1,027 returned surveys, 76@wsgable). The characteristics of the
children in the survey were comparable to 5,20@obm ages 5-21 in PA that were receiving
autism-related services through special educati@903. Mandell found that the lack of
appropriate community services available for cleitdwith ASD and their aggressive and self-
injurious behaviors may be a risk factor for hagpitition. The authors found that the measures
representing unmarried/not cohabiting parents;isglfious behaviors, aggression toward others,
depression, OCD, and ever use of a psychotropid¢aaiéah were all positively related to sooner
time to a psychiatric hospital admission. Therdifigs imply that family resources are
important and that behavioral interventions thegeaaggression and self-injurious behaviors
have help prevent or reduce psychiatric hospitadina. This study is limited by the fact that the
validity of self-reported ASD in a mail survey hast been established, the survey did not ask
about all symptoms, and it was not a random sample.

Economic Evaluation of Expanding Autism-RelatediSes

The studies reviewed above present both the edoraord humanistic burden of autism.
To argue that expanded coverage for autism serag#ise mandate addresses will have
economic benefits aside from any benefits in tesfrequity and access to care, requires an
economic evaluation that compares the costs dérautelated services to the immediate and
longer-term economic and non-economic outcomes deries of studies presented below,
Jacobson, Mulick, Jarbrink, Frombonne, Knapp, ahdsSon review the results of economic

0 Mandell DS. Psychiatric hospitalization among dteh with autism spectrum disorders. Journal of
autism and Developmental Disorders. (In Press;nm@rlovember 2, 2007).
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evaluations to support the cost-effectiveness iy @aensive behavioral interventions (EIBI).
These articles are somewhat dated, rely on smalbles and numerous and sometimes untested
assumptions, and have been critiqued in the litezat

One of the most cited articles to support the esoowalue of EIBI is the study by Jacobson et al
(1998 that presented a cost-benefit analysis of EIBedam old treatment patterns and sets of
assumptions about the effectiveness of EIBI. Thmidel predicted cost savings (in 1998
dollars) resulting from EIBI ranging from $187,0@0$203,000 per child 3-22 and $656,000 to
$1,082,000 per child for ages 2-55, depending saraptions about effectiveness. The cost
savings are driven by reductions in special sesvireh as special education and adult services.
This model is not based on data from actual restpief EIBI, but rather it is based on humerous
assumptions about effectiveness and the assocedadtions in the need for specialized services
as a result of EIBI and hence it is difficult tage the evidentiary value of this study. Marcus et
al’ critiqued Jacobson et al.’s cost-benefit analgsiing that their use of income as a measure
of long-term benefit was questionable and that tagsumptions about the effectiveness of EIBI
were unsubstantiated by any evidence and lackiadametical foundation.

In a follow-up review article, Jacobson and Mujitkresented a critique of the cost-
benefit literature for not accounting for value ltb-related quality of life) in evaluating health
interventions. The authors argue that intensivebieral interventions place financial burdens
on young families. Early intensive behavioral imentions (EIBI), a method of applied
behavioral analysis (ABA), could be beneficial éildren with PDD. The authors claim that
EIBI (at a level of at least partial benefit) woubult in a net benefit of at least 1 million aod.
In the case of the EIBI resulting in little or nertefit, the EIBI would result in costs of 4.4
million. This article provides anecdotal evidemdénsufficient quality for policy purposes.
However, this article does not provide enough ewigeo evaluate different delivery models or
therapeutic approaches. Marcus & @mment that Jacobson et'aty to demonstrate that the
benefits outweigh the costs of EIBI “because thggumdsic] EIBI is the most effective
treatment.”

In a more recent cost-benefit analysis of EIBlagdon, Harris, and Neé‘fy:ompared
the costs and outcomes of EIBI and special edutédiochildren with autism in Texas. They
used a simplified version of Jacobson et al’s ()J¥98ethod and used a dichotomous outcome
indicator to capture the treatment effectivenedsIBi. Similar to Jacobson et al., the authors
made assumptions about the proportion of childnahitnproved and could be mainstreamed due

*1 Jacobson JW, Mulick JA, Green G. Cost-benefineatiés for early intensive behavioral intervention f
young children with autism: General model and &rgjhte case. Behavioral Interventions.
1998;13:201-226.

2 Marcus LM, Rubin JS, Rubin MA. Benefit-cost anadysnd autism services: A response to Jacobson and
Mulick. Journal of Autism and Developmental Disaisle2000;30:595-598.

%3 Jacobson JW, Mulick JA. System and cost reseasties in treatment for people with autistic dismsde
Journal of Autism and Developmental Disorders. 280%685-593.

** Chasson GS, Harris GE, Neely WJ. Cost compari$eany intensive behavioral intervention and
special education for children with autism. JouwfaChild and Family Studies. 2007;16:401-413.
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to EIBI, although the authors recognized that there way to predict the outcome (the authors
did cite a relatively recent artichethat replicated results from the original Lovaegk™). The
authors assumed that after 3 years of EIBI, ther@ldvbe a 72% offset in special education costs
over 15 years, resulting in a savings of $84,30Cch#d; including actual costs (state plus family
expenditures) results in a savings of $208,50%pid. This study suffers from many of the
same limitations as the earlier Jacobson et atleirtincluding not discounting future costs (as is
the convention) and failing to perform any sengifianalyses. Although the authors tried to
address the criticism that the Jacobson et al.rpaped on outcomes data from the Lovaas
article>® the results of which were not replicated, by gtinSallows and Graupn®rit should be
noted that Sallows and Graupner study, which regdfte evidence in favor of a beneficial
effects of the EIBI, did not employ a control gratipventy-four children with autism were
randomly assigned to a clinic-directed group, mgtlhg the parameters of the early intensive
behavioral treatment developed at UCLA, or to &pidirected group that received intensive
hours but less supervision by equally well-traisagervisors”) and did not find that the EIBI did
better than the parent-directed group; they did firat after 4 years of treatment 48% of all
children showed rapid learning and at age 7 weteemding in regular education classrooms.

Recently Motiwala et al performed a cost-effeatiess analysiéfrom the perspective of
the government of Ontario, Canada. The authorgeoed 3 alternatives: the status quo (37% of
children ages 2-5 received up to 3 years of IBI2&hours per week), expansion of IBI services
to all children, or no intervention (0% of childregceived province-funded IBI services). In this
study, the effectiveness rates for expansion aridteosention were based on the literature (and
were on conservative) and the effectiveness ratethé status quo were based on current data
(36.9% of children will have normal functioning,.3% will be semi-dependent, and 38.9% of
children will be very dependent). Costs came ffantario government sources. Depending on
the level of dependency resulting from the IBI 8, the number of dependency-free years
gained to age 65 was calculated. Dependency iedlsgecial education, adult day programs,
disability supports, and assisted employment. &{pansion strategy was the dominant one,
yielding more incremental discounted dependenoy¥ears gained (4.6 compared to no
intervention and 2.8 compared to the status quo Xtaa highest discounted savings ($53,720
compared to no intervention and $34,479 comparégetstatus quo). In sensitivity analyses, the
authors varied the effectiveness of EIBI to accdanthe uncertainty and controversy in the
literature. The sensitivity analyses suggestetlsagnificantly lower level of treatment
effectiveness than the base case would be needddnge the conclusion that expanding EIBI
coverage to all children with autism in Ontario Was dominant strategy (i.e., largest
incremental savings and largest incremental beimefgrms of dependency-free years). This
study provides good evidence of the cost-effectgsrof expanding IBI to cover all children
within a defined administrative area (Ontario, Gla)a This study relies on more defensible and

% Sallows GO, Graupner TD. Intensive behavioralttremt for children with autism: Four-year outcome
and predictors. American Journal of Mental Retaotat2005;110:417-438.

%% Lovaas Ol. Behavioral treatment and normal edanatiand intellectual functioning in young autistic
children. Journal of Consulting Psychology. 1987355.

" Motiwala SS, Gupta S, Lilly MB, Ungar WJ, Coyte Phe cost-effectiveness of expanding intensive
behavioural intervention to all autistic children@ntario. Healthcare Policy. 2006;1:135-151.
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transparent assumptions than previous economic&wahs of EIBI, utilizes real-world data
where appropriate and available, and presentsaf setisitivity analyses to allow readers to
assess the quality of their results.

Overall Assessment

Overall the evidence presented to the Panel tuateadoes tell a consistent story that
children with ASD diagnoses demand and use moxécgarthan children without ASD
diagnoses, and therefore cost more to care fosapport than children without ASD diagnoses.
However, in some cases there are few data avatiallake an argument in favor or against the
mandate. The data on the increased costs of ehildith ASD diagnoses vary in quality. For
example the articles by Jarbrink and Kngmd Gan? rely heavily on assumptions and data
from various sources and of varying quality andattile by Liptak et &l rely on very small
samples from national surveys, one of which doéshow researchers to precisely identify
ASDs using diagnosis codes. On the other haridlesrtby Croen et & Leslie and Martirf?
and Mandel et & all applied rather strong research designs to gigtlity data. Articles on the
economic evaluation (the assessment of the vafuelBd also varied greatly in terms of quality.
The work by Jacobson, Mulick, and Gréefihas been widely criticized in the literature. e
other hand, the cost-effectiveness study by Motivedlal’ meets professional research standards
by presenting defensible and transparent assunspioth uses real-world data where appropriate.

What is the extent of opposition to mandating tectit?

The evaluation of the evidence opposing the manias been discussed sufficiently
elsewhere in this report (see Question 8).

Question 4. All relevant findings bearing on the social impact of the lack of the proposed
benefit.

Extensive information is included in the submiteaddence regarding the social impact
of the lack of the proposed benefit (referencesigen in the detailed discussion that follows).
There is considerable evidence of short term samijpicts affecting the families of children with
autism, schools, tax base and the Pennsylvaniaddiedbrogram. Lack of the benefit clearly
leads tadelays in diagnosis and in implementing recommenidstments Such delays are
likely to directly impact families and educatorsadfected children. In addition they are likely to
indirectly effect public schools and the Pennsyladviedicaid system as they are required to
provide specialized education and more intensehistyic treatment to children who have more
severe autism-related impairments because thadftil receive early intervention. The
resources expended by these public agencies totheereeds of children with autism who do
not receive the benefit will either be taken frothey programs in the agencies that serve other
Pennsylvanians or will need additional tax support.

Lack of the benefit also results in unreimbursedlica expenses for many families who
feel compelled to provide whatever treatment theay &nd but are not accessing those services
through Medicaid. Several citizens and one sureegrted that it is frequent for one parent to
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withdraw from the work force in order to providechiservices directly or advocate for them.
Loss of these parents from the work force redutesax base and may increase the likelihood of
family bankruptcy. In the case of single parentifees the requirement for intense parent
involvement to the exclusion of paid work may léacheed for welfare assistance. Ultilizing all
one’s savings, retirement and college funds alseases the likelihood of financial catastrophe
and dependence on welfare agencies for both tlemtsaand for the affected child with autism
once s/he becomes an adult.

Finally, lack of the benefit and failure to provisefficiently intense treatment (ABA)
through Medicaid appears to reduce the numberdiioluals with autism who are able to
achieve higher levels of functioning. Put anotlvay, lack of the benefit and associated failure
to provide sufficiently intense treatment is likétyincrease the number of individuals who are
dependent upon others for housing, supervisiorvandtional support as adultSuch services
must be provided by the state, which will requirads be taken from other programs or
increased taxes. It also seems likely that théthezae needs of more severely ill youth and
adults with autism will be greater than the healtbmeeds of youth and adults with milder
symptoms. Most often state assistance programgayilfor the needed healthcare of these
disabled individuals.

Detailed discussion of each of these social impatiswvs.

Diagnostic and treatment delays as well as inadedueatment resulting in more severe
iliness clearly increase stress on parents. Quuy $ound that the mean depression score among
parents of children with autism was twice that fdum community surveys and that 45% of the
sample (68 parents) met the cut off for a majoresgior’® Parental depression is well
established to adversely affect the mental healthdevelopment of typically developing
children who may be siblings of the autistic chilurther more severe autistic symptomatology
is linked to higher levels of depression and stresich — in contrast to moderate or mild
symptomatology — was not sensitive to support gediby others in the community. Several
studies (initial reports not provided) have noteak autism seems to affect the family (parents
and siblings) to a greater extent than other deweémtal disorderS. Several of the letters from
citizens also cited a divorce rate of 80% amonegmigrof children with autism, although no
scientific evidence supporting this was presentéthe rate is indeed that high, there is social
impact on higher costs of monitoring child supgzayments and greater likelihood that children
will live in poverty if living in single parent faities. Further, the rate of psychiatric

*8 Benson, PR (2006. The impact of child symptonesgvon depressed mood among parents of children
with ASD: the mediating role of stress proliferatioJournal of Autism and Developmental
Disabilities. 36:685-695.

*¥Bouma; R & Schweitzer, R.; 1990. the impact abeiic childhood illness on family stress: a
comparison between autism and cystic fibrosisurnal of Clinical Psycholog#6:722-730.; Moes,D.;
1995. Parent education and parent stress. In Rig&lo& LK Koegel (Eds.Yeaching children with
autism(pp.79-94) Baltimore: PH Brookes Publishing.; Rgde,JR; Morgan,SB; Geffken,; 1990.
Families of autistic children: psychosical funciiwnof mothers. durnal of Clinical Child
Psychologyl9: 371-379.

Abt Associates Inc. 24



hospitalization for children with autism in singlarent families was greatly increased (odds ratio
2.54)%°

Several letters from concerned citizens describertipact of such diagnostic and
treatment delays upon the families of autisticvitiials. Ami Amada notes “The emotional
stress level of all of this has taken a toll with and | experienced a mental breakdown last year
needing my own medication, loss of work time, aratital stresses. My husband'’s blood
pressure and stress levels are at an all time.higtherapies also include help for our 5 yedr ol
[typically developing] daughter.” The Moses fansiates “Words cannot describe the emotional
agony involved knowing that your child has auti$mt, cannot obtain immediate treatment
because your health insurance carrier will not ctive services . . . Working families going
through the emotional trauma of an autism diagrasidurther injured when we apply for
government benefits . . . and [are] treated asifwe asking for handouts.”

Clinical consensus and multiple treatment guidsliaed studies clearly indicate that
treatment is most effective when started as earfyossible. Studies have found that children
who begin treatment after age 4-5 years, geneshlbyv significantly fewer benefits than children
who begin treatment prior to that age. Penské (@1984) as cited in Rogers (1998) found that 6
of 9 children who began treatment prior to age Eeveddle to attend public schools with 4 of
these in regular classes whereas only 1 of 9 @hildrho began treatment after age 5 was able to
function in a public school even after 6 yearsntémsive treatment. Further, Lovaas (1987) and
Sheinkopf and Siegel 1995 found that young childtess than 3yrs) receiving ABA showed
approximately a 25-30 point increase in IQ whetbase who began a similar treatment at age
4-7 ( Eikeseth et al, 2002) showed only a 17 pmi@an increase in IQ. (However, there was
also a difference in duration of treatment betwibertwo studies that may also have contributed
to differences.) There is evidence that links ioy@ments in 1Q both to increased ability to
function in regular education, and to reduced mwbbehaviors that are no longer in the
clinically significant range (Sallows and Gaupn@62). This suggests that delays in diagnosis
and implementation of recommended treatments méiidase the need for prolonged specialized
education interventions costing the public schgstams approximately $12,935 /student to
provide compared to regular education which iswestied to cost $7543/ studéhtSuch
increased expenses for school districts necessaglyire cuts in programs for children without
special needs or increased tax support. Furtheretare concerns about the supply of trained
teachers for such children. In addition, Howlil @olleagues (2004) found that 1Q > 70 seemed
to be the threshold for being able to engage inesaork and to live somewhat independently in
adulthood. The ability to be primarily educatedriainstream schools also was related to
vocational success and independefice.

0 Mandell,DS (2007). Psychiatric hospitalization amahildren with autism spectrum disorders. Journa
of Autism and Developmental Disorders, Nov 200kephead of print.

81 Jacobson, JW; Mulick JA; Green G, ;1998. Costdiieestimates for early intensive behavioral
intervention for young children with autism—generaldel and single state caBhavioral
Interventionsl3:201-226.

2 Howlin P, Goode S, Hutton J, Rutter M, (2004). udutcome for children with autismlournal of
Child Psychology and Psychiafr5:212-229.
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In addition, children with more profound symptoms eore likely to require ongoing
psychiatric care and psychotropic medications whighalso extremely expensive. A survey of
more than 1000 Pennsylvania families with childngttn autism found that diagnosis of milder
forms of iliness reduced the risk of hospitalizatiy more than 50% and that later age of
diagnosis modestly increased the rate of hospétiadia®® Further, the length of psychiatric
hospitalizations for children with autism (meandzfys, median 14 days, mean cost $6714) is
significantly greater than for children with mentetardation (mean 13 days, median 6 days,
mean cost $1405) or other psychiatric disordersanfedays, median 1 day, mean cost $522).
Studies of other insurance and medical servicelatgbases confirm higher costs per affected
person (eg. total health care cost in autism oB36inh depression of $5851, in mental retardation
of $1626 and in children without these disorder$&60 with the same, but more pronounced
pattern in the prescription medication costs/pefsgn autism-$971, depression-$642, mental
retardation-$615, and other-$77)The PA Medicaid system currently absorbs marthese
costs through the PH95 program in the absenceedfehefit. “The Pennsylvania
Commonwealth Insurance Department Actuaries estinmased on data from DPW, that the MA
program could realize a saving of $15.3 milliorthe first year if the mandate were passed and in
effect for only 9 mth§® Using a slightly different method for calculatitige number of self-
insured plans that would be exempt, The DPW Budofd&udget MA Section estimated that
$16.5 millior?” to $22.2 milliof® would be saved in the first year (2008-2009) miir savings
would also be incurred by the Federal governmecalbse they contribute 54% of MA costs.
Without the mandate, the state government will plbdyp continue to spend $22.2 million per year
providing care to children with ASDs. These exprmds will decrease resources available to
address healthcare needs of other poor Pennsyhgaial/or lead to increased taxes

Numerous letters from concerned citizens speaktahewnreimbursed treatments they
have paid out of pocket. Although the costs requbere in the thousands of dollars, they seldom
exceed the proposed cap of $36,000. Severalmd#tialso describe the time and emotional
energy they spent appealing to their insurance eompo secure the services their children

83 Mandell,DS (2007). Psychiatric hospitalization amaehildren with autism spectrum disordedgurnal
of Autism and Developmental Disordelov 2007, epub ahead of print.

 Mandell DS, Cao J, Ittenbach R, Pinto-Martin JO@0 Medicaid expenditures for children with atitis
spectrum disorders: 1994 to 199®urnal of Autism and Developmental Disord&8;475-485.

® Liptak GS, Stuart T, Auinger P, (2006). Healthecatilization and expenditures for children with
autism: data from US national sampldsurnal of Autism and Developmental Disorde36;871-879.

% March 6, 2008 letter to Mr. Volavka from The Corssioner of the Pennsylvania Insurance Department,
Joel Ario, page 6 and Table 1, page 9..

67 Cited in Joel Ario 3-6-08 letter footnote 24, pdge

% DPW document Estimated Fiscal Impact of HB 1¥80ised July 6, 2007. estimates 7000 children
with ASDs have private insurance and that the dostthese children to MA would be reduced by
50% to compensate for insured children who wouldb@osubject to the mandate. Further, the state
only pays 46% of the MA costs with the federal goweent paying 54%. The calculation is as
follows $14900 (annual cost of care for ASD chitd).921 (proportion for medical not educational
care) x 7000 children with private insurance x (@dbaccount for 50% with insurance not subjechi® t
mandate) x 0.46 (state’s share of MA expenses)2053,869.
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needed. Researchers estimate that parents witldanatih autism typically spend 40hrs/wk in
direct care of child with autism 22 hrs of whichwlehave been paid wofR. Often this time is
to provide treatments such as ABA that familiesenbeen unable to obtain in other ways (e.g.
letter from Kristin Higginsy® A recent survey of parents with autism found tiedf of the
mothers who were employed had cut back to be jpaetand half of those who were not
employed had stopped working to care for child witiism’* Again the letters from concerned
citizens repeatedly describe individuals with ceseeho have withdrawn from the workforce to
care for their child with autism.

Although only survey data were presented, it apptat families frequently choose to
liquidate all their current resources including R&nd savings in order to pay for early
intervention’® Respondents to that survey as well as some afiizens providing testimony
report that they have gone into bankruptcy ortlesir homes. If this is frequently the case, the
affected child is more likely to require state soip@s an adult without family being able to
provide for them. Loss of family income may alsmpact the ability of the family to afford
college for typically developing siblings who ailkely to have less well paying jobs as adults
without a college education.

Opponents present anecdotal information indicatiag) provision of the benefit and
associated increase in benefits might increasauhwer of Pennsylvanians who are not insured.
The information cited in multiple insurance compamg insurance advocate submissions was
that “it is estimated that for every 1% increaserivate insurance premiums nationally, 400,000
people will become uninsure@or 14,000 to 16,000 PennsylvanidhsThe Pennsylvania
Chamber of Business and Industry notes that eashmmandated insurance benefit “increases by
1.5% the likelihood that a small business will hetable to afford or offer coverage,” but
provides no source for this assertidnt is important to note that employer health czosts

8 Jarbrink K, fombonne E, Knapp M, (2003). Measgtine parental, service and cost impacts of childre
with autistic spectrum disorder: a pilot studjournal of Autism and Developmental
Disorders33:395-492.

" Higgins letter: “In the meantime | researched gtleng | could on autism and started to learn ABA.|
asked his school if they could give him more ABArdpy. They were very understaffed and could
only offer 1 hour a day of which many days wergpkid because they just couldn't gettoit. .t. A
this point Aidan had been in school with BICU fomghs. The only words | heard him say are what |
taught him using ABA. He still had all his otherepative” behaviors. | finally found a school which
taught solely on the principals of ABA. After mameetings and much convincing, | finally got
BCIU to fund and refer Aidan to the school. Hisgmess is remarkable in the short time he has been
there. ... They have gotten rid of all of thedative behavior”.. . These therapies basicallggawur
life.”

" Sharp DL, Baker DL (2007). Financial issues aisged with having a child with autismlournal of
Family Economic Issuez3:247-264.

2 From Highmark 10-4-2007 submission,pp10-11, ci#0§3 study of mandates in New York state
conducted by NovaRest Consulting.

310-2-2007 Independence Blue Cross Submissiom@gitation is given for their statement

" PA Chamber letter 8-8-2007, page 2, no citatiagiien for their statement.
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were described as expected to rise by 8.7% in 2008 absence of increased benéfitThe
estimated ~ 1% increase in premiums associatddtigt proposed benefit would represent only
11% of the current increase.

Question 5. Where the proposed benefit would mandate coverage of a particular therapy,
the results of at least one professionally accepted, controlled trial comparing the medical
consequences of the proposed therapy, alternative therapies and no therapies.

The proposed benefit mandates that “treatmentutsra spectrum disorders” shall
include the following care prescribed, providedo¥ered for an individual diagnosed with an
autism spectrum disorder by a [licensed professjidithe care is determined to be medically
necessary” (i.e., as defined by the bill: any caesgtment, intervention, service or item which is
prescribed, provided or ordered by a licensed phasi licensed psychologist or certified
registered nurse practitioner in accordance witepted standards of practice and which will, or
is reasonably expected to, do any of the following:

i) prevent onset of . . . disability;

i) reduce or ameliorate the physical, mental or dgratmtal effects of anillness . . .
or disability;

ii) assist to achieve or maintain maximum functiongbcity in performing daily
activities, taking into account . . . those funotibcapacities that are appropriate of
recipients of the same age,

Including:

i) psychiatric care,

i) psychological care,

i) rehabilitative care [which is defined to incle applied behavioral analysis (ABA)];
iv) therapeutic care [defined to mean services proviyeitensed or certified
speech therapists, occupational therapists or péiyisierapists];

v) pharmacy care [defined to mean medications piest by a licensed physician or
certified registered nurse practitioner and anythealated services deemed
medically necessary to determine the need or éftawss of the medications];

vi) any care, treatment, intervention, servicetemi for individuals with an autism
spectrum disorder which is determined by the Depamt of Public Welfare, based
upon its review of best practices of evidence-bassearch, to be medically
necessary and which is published in the Pennsy\Ruliletin.”

Thus the only particular therapy specifically mentioned by the HB 1150 is applieehavioral
analysis (ABA).

S Highmark submission of 10-4-2007, page 12 citireyit Associates (full citation not provided)
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There is extensive professionally accepted evidsopeorting the efficacy of ABA
compared to no or minimal therapies and to alteredherapies. The strongest evidence is
provided by Eikeseth, Smith, Jahr and Eldevik (Z0@D07"). Although the Eikeseth et al.,
2002 paper was not supplied in the evidence subdnitt the panel, the Eikeseth et al., 2007
paper explicitly refers the reader to it for adufitl information about methods and participant
characteristics. In addition, the Panel's dutdétermine whether all relevant research has been
cited leads us to point out the Eikeseth et aD224xticle. The two articles report on different
phases of outcome in the same study. In this sRilghildren with autism between the ages of 4
and 7 were assigned to receive a minimum of 209iweek of either ABA treatment or eclectic
treatment by an independent state funded autismae Treatment assignment was based
upon availability of qualified supervisors with regard to child characteristics or parent
preference. Treatment assignments were made @/gear period so cohort effects are likely to
be minimal. Each child was integrated into a défdrschool with their own individual therapists,
so there were not treatment center effects.

The ABA therapy used the manual and videotapesioleed by Lovaas but did not
include any aversive contingencies. The treatrf@ntsed on very simple tasks such as
responding to an adult and gradually progresseaoiee complex tasks such as conversing and
making friends. Initially all treatment was indivial, discrete trial format but later focused on
generalization to the classroom setting. The fhistadid not have prior training but received 10
hours of supervision weekly from supervisors wha aaninimum of 1,500 hours of experience
implementing ABA treatment and met recommended Alification criterid® and 1-2 hours
weekly with the team directors, who were psychdtsgieach of whom had 10 years experience
or more implementing the UCLA treatment. In adutitiveekly 2 hour meetings were held with
child, primary caretaker, therapists, supervisang| director. Parental participation was also
central with parents working along side therapist®urs per week during the first 3 months and
then continuing the intervention in the home sgttin

The comparison eclectic treatment was designecktt fvest practices as outlined by
Dawson & Oesterling’ This treatment incorporated elements from Proj&ACCH, sensory
motor therapies, and ABA. The specific intervensiavere individually selected for the child
based on recommendations from a multidisciplineant. The interventions were implemented
on a 1 to 1 basis with the same therapist sersranaaid during classroom activities. The

% Eikeseth S, Smith T, Jahr E, Eldevik S, (2002)tensive behavioral treatment at school for 4—-{@ar-
old children with autism. A 1-year comparison coliéd study. Behavior Modificatior26:49-68.
This article was not provided previously to PH4Q ingluded as an appendix to this report.

" Eikeseth S, Smith T, Jahr E, Eldevik S, (2007utc®@me for children with autism who began intensive
behavioral treatment between ages 4 and 7. A cosquacontrolled studyBehavior Modification
31:264-278.

8 Smith T, Donahoe PA, Davis BJ, (2000). The UCk#atment model. In S.L. Harris and J.S.
Handeleman (Eds.)Preschool education programs for children with aot(2"™ edition, pp29-48).
Austin, TX: Pro-Ed.

" Dawson G, Osterling J, (1997). Early interveniiomutism. In M. J. Guralnick (Ed Jhe Effectiveness
of Early Interventionpp. 307-326). Baltimore: Paul H. Brookes.
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therapists received weekly, 2 hour consultatioosifthe supervisors and same directors as
provided leadership for the ABA intervention group.

Outcome assessments were performed by a blindethi@sgist or psychological
examiner with a master’s degree in special educabioth of whom had extensive experience
with children with autism. The outcomes includéghslardized tests of general cognitive
functioning (1Q), visual-spatial skills, languagedsadaptive behaviors. Treatment hours were 28
in the ABA group and 29 in the eclectic comparigooup. Therapist education was similar for
both groups. Mean intake IQ was 61.92 in the ABAug and 65.00 in the eclectic comparison
group. On measures of language and adaptive b@hegimilar pattern was observed with the
ABA group showing numerically lower baseline val@iesluding IQ 3.3 points lower, total
language 8.2 points lower and adaptive behaviopdits lower) for 10 of the 11 measures of
interest. After 1 year of treatmetite ABA group improved mean 1Q by 17 points (SD13,1
total language by 27 points (SD = 20), and adagiatavior by 11 points (SD = 15). In contrast,
the eclectic comparison group improved 1Q by onpgoihts (SD = 8) points, total language by 1
point (SD = 17), and adaptive behavior by < 1 @np All of these between group differences
in change from baseline scores were statistic@dlyificant at the (one-sided) p<0.01 to 0.05
level. At end of the follow-up period the ABA gnos scores were consistently higher than the
eclectic group, but not significantly so.

The two treatments were then continued for neartyrore years. Three years after
entering the study, the children were reassessdfinged evaluators. The ABA group improved
IQ from baseline by a total of 25 points, Vinelatddly living skills by 9 points and Vineland
communication by 20 points. The eclectic comparigmup improved IQ by a total of 7 points,
but showed decreases of 6 to 12 points on the afiwetubscales. In addition the ABA group
showed fewer social problems, less aggressionamerfVineland maladaptive behaviors than
the eclectic group. Fifty-four percent (54%) of thBA group and only 17% of the eclectic
group scored within the normal range of 1Q. Inséirgly, IQ changed most dramatically early in
ABA treatment and daily living skills and adaptiaed social behaviors as reflected by Vineland
scores changed most later in ABA treatment. Alsingattern was not observed in the eclectic
comparison group.

In addition to this well-controlled study, thereea number of other studies comparing
ABA to other treatments in a less rigorous way andifferent treatment settings that also show
fairly consistent evidence of benefit of ABA on adtgye functioning and ability to function in
much more age-appropriate fashion. Three of theghes are discussed here. A study by
Howard et al. (2008j compared 29 preschool children receiving ABA (25aéurs/week), 16
children receiving 30 hours/week of 1:1 or 1:2 etiteintervention (combination of TEACCH,
sensory integration and some ABA) and 16 childrea non-intensive 15 hour/week 1:6 group
intervention (13 of whom also received speech fhgraThe treatment each child received was
determined by regional early intervention centdrhmavily considered parental preference.
Treatment in the ABA group was provided by collsgedents under direct supervision of a

8 Howard JS, Sparkman CR, Cohen HG, Green G, Stawidl| (2005). Acomparison of intensive
behavior analytic and eclectic treatments for yocimtdren with autism.Research in Developmental
Disabilities 26:359-383.
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master’s level clinician with extensive ABA experae under the guidance of a Board Certified
Behavior Analyst (PhD in psychology or speech thistq Children were assessed after 7-14
months of treatment by independent contractorstheutontractors were not necessarily blind to
the type of treatment received by the childrerteriention groups differed significantly at
baseline with respect to age of diagnosis, agasetmf treatment, age at follow-up testing, and
parents’ education. The analyses of follow-up @dt@mpted to control for these baseline
imbalances. Children in the ABA group showed at1$P 15) gain on a composite cognitive
scale and a 21 (11) month gain in communicatiollsskiompared to a one point (SD 12)
decrease in the cognitive measure and a 8 (10)mgazah in communication in the intensive
eclectic program and a 3 point (14) decrease idigaitive measure and 10 (9) month gain in
communication in the low intensity program. Th#etiences with respect to each of these
follow-up measures between the ABA group and theedemparison groups combined are
statistically significant at the p<0.05 level. dddition, more than half of the children in the ABA
group showed learning rates above normal afteinteevention whereas very few in the other
two groups did.

Although not supplied in the documentation, thedParcharge to determine whether all
relevant research has been cited leads us to gair randomized controlled trial conducted by
Smith, Groen and Wyfrihthat provides nearly as strong evidence as thesgtk et al. study. In
the Smith, Groen and Wynn study, 28 children witD%, mean age 3 years, were randomly
assigned to receive intensive ABA which includgzheent component for 5 hours/week for the
first 3 months or parent training in ABA methods fiwe hours/week for 3 to nine months. In
both condition’s Lovaas’s 1981 manual was utilibed did not include the use of negative
consequences (aversives) except for a very brigdghen the initiation of the study. The mean
therapy received by the ABA group was 24.5 hoursknduring the first year, with gradually
reducing hours in the second and third years. ARAtment was administered by college
students who were supervised by the authors whatadnbined total of 10 years experience
under Lovaas’s supervision. Further these stuthenapists were required to pass written tests
on the treatment methodology and a standard betatést of them administering the
intervention. Only therapists with a minimum 0500 hours of experience were allowed to
become supervisors. The control group did notivedarther intervention from the study once
parent training was completed.

Participants were assessed at baseline and whewéne 7-8 years old (2-3 years
following completion of the intervention). Assesamts were done by a clinician who was
blinded to the treatment each participant had vecki At baseline, 82% of the children were
nonverbal and none achieved a basal score ondnéoEi-Binet IQ test; mean baseline IQ in
both groups was 51. At follow-up, children in thBA group had a mean IQ of 66 (increase of
of 16 points) while those in the parent trainingugy had a mean 1Q of 50 (1 point decline).
Total language scores increased by 58 points il\B¥e group (29 to 87) and by 31 points in the
parent group (30 to 61). Several children in tiBAAgroup showed ceiling effects that may have
reduced the apparent differences between the taugpgr Six of the 15 children in the ABA
group (40%) were in regular education (4 withouta) whereas only 1 of the 13 in the parent

8 Smith T, Groen AD, Wynn JW, (2000). Randomizéal of intensive early intervention for children
with pervasive developmental disorder. Americaurdal on Mental Retardation 105:269-285.
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group (8%) was in regular education and had an Albof these changes were statistically
significant. The authors speculate that the lowemsity of this program may account for the
less dramatic response observed compared to Leviaatsal study.

A similar study was conducted by Cohen and colleaffu They studied 21 children
younger than 3 years of age who received 35-40shwaek of ABA therapy for three years and
21 age and 1Q matched children in a variety of comity early intervention services with fewer
than 9 hours/week ABA. Treatment assignment wasaratomized but rather based on parent
preference. Outcome assessments were conducteddpendent examiners who appear blinded
to the treatment each child received. At basetime ABA group had numerically higher 1Q
(61.6 vs 59.4), nearly identical language skilld &neland adaptive behavior scores. The mean
IQ increased by 25 points in the ABA group and tihgs in the control group, language
composite increased by 20 points in the ABA groung @ points in the comparison group, and
Vineland adaptive behavior composite increased pgifts in the ABA group but declined by 4
points in the comparison group. Both of these canispns were statistically significant.

Findings from these studies consistently showftiatsed ABA programs can provide
outcome advantages over equally intense ecleatigrams even when those programs
incorporate ABA techniques.

Question 6. Where the proposed benefit would mandate coverage of an additional class of
practitioners, the results of at least one professionally accepted, controlled trial

comparing the medical results achieved by the additional class of practitioners and those
practitioners already covered by benefits.

The Panel’'s understanding of HB 1150 indicatesahghe clinical decision-making
level, it does not extend coverage to “an addifictess of practitioners” who are not already
planning and overseeing the implementation of ineat or other services to children with ASD.
Specifically, HB 1150 amends section 635.2 of Pglwasia’s Insurance Company Law of 1921
to indicate that with respect to autism spectrusodiers:

(f) (8) “Medically necessary” means any care, tne&nt, intervention, service or item
which is prescribed, provided or ordered by a lised physician, licensed psychologist or
certified nurse practitioner in accordance with apted standards of practice and which will, or
is reasonably expect to, do any of the following:

0] Prevent or the onset of an illness, condition, ipjwr disability.

(i) Reduce or ameliorate the physical, mental or dgarekntal effects of an illness,
condition, injury or disability.

(iii) Assist to achieve or maintain maximum functiongagaty in performing daily
activities, taking into account both the functionapacity of the recipient and

82 Cohen H, Amerine-Dickens M, Smith T, (2006). Fantensive behavioral treatment: replication af th
UCLA model in a community settingdevelopmental and Behavioral Pediatri@y:S145-S155.
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those functional capacities that are appropriateadipients of the same age.”
(HB 1150, p. 5, lines 18-30 and p. 6, lines 1-8ljés added).

The licensed and/or certified professionals wieeampowered by HB 1150 to plan and
oversee ASD treatment are the traditional groups atthorize and provide such treatment, and
as such do not constitute an “additional class.”

One potential issue that the panel sees with réspéoeew” practitioners, however, may
be with non-clinical personnel who directly provigigplied behavioral analysis (ABA) treatment.
Several peer-reviewed, controlled studies documgritie efficacy of ABA were included among
the submitted evidence. The three studies destimbdetail in Question 5, all provide detailed
descriptions of the content and procedures of Aatment and the training required for the
therapists working most directly with the child¥&nin this study, the ABA intervention was
implemented in schools, by teachers and teaches awtio were trained and supervised by
experienced therapists. Additionally, parentatipgration was a critical element of the
treatment, and parents were also trained by th&gaioi implementing the one-to-one elements of
the treatment. As a result, these studies docuamapirically that teachers, teacher aides, and
parents with training and oversight by experienttedapists can achieve significant results
implementing ABA treatment in real-world settingBhis study clearly documents that non-
clinical providers can be successful implementirBpAvith adequate training and supervision
by experienced clinicians.

Additional information related to non-clinical piders’ ability to implement ABA
treatment for ASD is provided in the answer to gadf Question 8 (pp. 37-38 of this report).

Question 7. The results of any other relevant research.

Pursuant to the charge of the panel to determirfeetAér or not all relevant research
respecting the proposed mandated benefit has lieencthe documentation,’ the Panel feels
that two studies not included in the evidence aréiqularly relevant because they report
scientifically rigorous evaluations of ABA. Theiseo articles Eikeseth et al., 20%92nd Smith,
Groen, and Wynn, 2080are provided with this report. The findings fréime Eikeseth et al.

8 Eikeseth S, Smith T, Jahr E, Eldevik S, (2002)etsive behavioral treatment at school for 4-{@ar-
old children with autism. A 1-year comparison colied study. Behavior Modificatior26:49-68. ;
Eikeseth S, Smith T, Jahr E, Eldevik S, (2007).tc@me for children with autism who began intensive
behavioral treatment between ages 4 and 7. A cosquacontrolled studyBehavior Modification
31:264-278.; Smith T, Groen AD, Wynn JW, (2000). Bamized trial of intensive early intervention
for children with pervasive developmental disorddmerican Journal on Mental Retardation
105:269-285.; Cohen H, Amerine-Dickens M, SmithZQ06). Early intensive behavioral treatment:
replication of the UCLA model in a community segfirDevelopmental and Behavioral Pediatrics
27:S145-S155.

8 Eikeseth S, Smith T, Jahr E, Eldevik S, (2002)etsive behavioral treatment at school for 4-{@ar-
old children with autism. A 1-year comparison coliéd study. Behavior Modificatior26:49-68.

8 Smith T, Groen AD, Wynn JW, (2000). Randomizéal of intensive early intervention for children
with pervasive developmental disorder. Americaurdal on Mental Retardation 105:269-285.
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article are summarized in the response to QueStipages 27 and 28, and the findings from the
Smith et al. article are summarized in Questiopage29. Other relevant empirical findings of
which the panel is aware but that were not includdtie evidence submitted are discussed in the
answer of the questions to which they relate.

Question 8. Evidence of the financial impact of the proposed legislation

As noted in a recent paper by Garber, publishéddealth Affairs, the tension between
technology diffusion and expenditures is commodeéliberations about mandated health
insurance benefif€. As the materials submitted by proponents and ogpis of HB 1150 reveal,
there is a related tension between the desiredmeasd the growing need of Pennsylvania’s
children with ASD by employing evidence based pcast (EBPs) and the sources of future
expenditures for care to many of the children wieoreow or would in the future be eligible for
mandated benefits.

The task in determining the balance in these tessiequires a comprehensive
assessment of the evidence that has been subtoittddiC4 to determine at least two things:

o if there are meaningful medical and quality of [@OL) results predicted for the
children, their families and the Commonwealth parguo application of the
mandated benefit, and

o If the estimated increase in health care costsasible.

As Garber notes, the burden of proof is typicatiytioe proponents. In the case of the
evidence submitted to PHC4, while this has not legticitly stated as an assumption, the
relative weight of evidence provided by each pamtyld seem to affirm that notion. The
proponents have submitted volumes of testimongareh papers and data analyses. In contrast,
the opponents submitted fewer than a dozen latiatsn some cases reference industry reports,
and in others provide brief estimations of potdigi@mium increases.

The private health insurance industry is familigthvetandardized evidence-rating
schemes, such as the USPSTF, and maintains aalagésource to determine the safety and
efficacy of treatment innovations in the Blue CrB&se Shield Association (BCBSA)
Technology Evaluation Centéf.The submissions from the proponents, includinglawsac
experts, public policymakers, governmental agentégsslative committees and foundations
provide an examination of the peer reviewed sdiergvidence on services to children with
ASD. The proponents have, wittingly or not, addeekin their submissions to PHC4 the
decision-making criteria employed by the BCBSA Trealbgy Evaluation Center, including:

1. Receipt of final Government approval of the tment or device

8 Garber AM. Evidence-based coverage policy. Heafthirs 2001; 20(5):62.

87 Garber AM. Evidence-based coverage policy. Hefthirs 2001; 20(5):62.
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2. Effect on health outcomes
3. Improvement of net health outcomes
4. Treatment or device is as beneficial as alterastand

5. Results are attainable outside of researcmgsffi
Summary of the Proposed ASD Benefit

House Bill 1150 requires private insurers to previdoverage for diagnosis and
treatment of Autism Spectrum Disorders” in childignto age 2% The Legislations sets a cap
on the mandated coverage of $36,000 per annurhildr’¢ Coverage is tied to “medical
necessity”, which is to be defined based on evidéhdpplied Behavioral Analysis (ABA) is
cited as a covered evidence based practice. 3B fikther directs the Pennsylvania
Department of Welfare (DPW) to establish credeimgpstandards for practitioners and ensure
parity between private insurance and governmergrpros??> The mandated benefit is subject to
the same co-pays, deductibles and co-insurancésjpos as apply to other insurance benéfits
and managed care continuity provisions for nonigigeting provider¥' also apply.

House Bill 1150 recognizes the legitimacy of prévatsurance demand for coverage of
services to children with ASD and attempts to atiabé supply side constraints through
provisions of the mandate that remove previous fifemelusions, address network certification
standards, and provide continuous State suppornver co-pays, deductibles and/or co-insurance
provisions that might create barriers for familigso would use the private insurance ASD
benefit.

A. Impact onincrease or decreasein cost for treatment or service

8 Garber AM. Evidence-based coverage policy. Heaffairs 2001; 20(5):62.

8 Autism Spectrum Disorders Coverage, H. 1150, LB8s The General Assembly of Pennsylvania,
Session of 2007. Amendment to Pennsylvania Codle 682, No. 284. The Insurance Company Law
of 1921, May 17, 1921.

% Autism Spectrum Disorders Coverage, H. 1150, LR®25, The General Assembly of Pennsylvania,
Session of 2007. Amendment to Pennsylvania Codle 682, No. 284. The Insurance Company Law
of 1921, May 17, 1921.

1 Autism Spectrum Disorders Coverage, H. 1150, Li®&80 and 1-13, The General Assembly of
Pennsylvania, Session of 2007. Amendment to Pevansigd Code P.L. 682, No. 284. The Insurance
Company Law of 1921, May 17, 1921.

92 Autism Spectrum Disorders Coverage, H. 1150, Lie80, The General Assembly of Pennsylvania,
Session of 2007. Amendment to Pennsylvania Codle 682, No. 284. The Insurance Company Law
of 1921, May 17, 1921.

9 Autism Spectrum Disorders Coverage, H. 1150, Lii®@4.7, The General Assembly of Pennsylvania,
Session of 2007. Amendment to Pennsylvania Codle 682, No. 284. The Insurance Company Law
of 1921, May 17, 1921.

% Autism Spectrum Disorders Coverage, H. 1150, Li®26, The General Assembly of Pennsylvania,
Session of 2007. Amendment to Pennsylvania Codle 682, No. 284. The Insurance Company Law
of 1921, May 17, 1921.
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DPW reports estimate that the average annual plerast of the Commonwealth’s
Medical Assistance (MA) benefit, which includes Aipd Behavioral Analysis (ABA), is
$14,300 in FY2008/2009. This sum is based ondheviing assumptions: 2004 actual costs,
adjusted by a 4% inflation factor per year. DP\porés that it served 13,800 children with ASD
in 2007, 7,400 of whom were MA beneficiaries andDB, of whom were privately insured and
covered by PH-95 provisions because their privagarers excluded coverage for the ASD
diagnose$” Those 13,800 served children represent the tigavalence in Pennsylvania,
while the total prevalence of Pennsylvania childmeth ASD under age 21 is estimated at 22,316
based on CDC estimates that 1 on 150 children IS @onditions”?

DPW further reports expected decreases in costetGommonwealth with
implementation of the HB 1150 provisions, assuntiveg the 50% state match to federal
Medicaid reimbursements will accrue for an estim&®% of the MA-covered children served
who are privately insured arah estimated 80% of the PH-95-covered childrevesewho are
privately insured in full benefit, non-ERISA planghere are an estimated 1,900 and 5,100
children in these two respective grodps.

DPW engaged its Medicaid actuarial firm, Mercerstiady the potential cost savings to
the Commonwealth. Mercer concluded, employingdR&V assumptions and estimates noted in
the preceding paragraphs, that the Commonwealtidveawve approximately $22.2 million in the
first year and $89.3 million over four (4) yedts.

Pennsylvania insurers’ views on the cost impat¢hefmandated ASD benefit are
contained in a series of letters from individuainp@nies and industry organizations. There are a
number of points made in narrative form, as lisietbw, however these were not accompanied
by quantified assumptions or estimates, excemdgeral insurers’ estimates of premium
increases that assume maximum benefit use to Bi@@B per annum cap by either the treated
prevalence group or the universe of all insurettobmn with ASD, as will be reported in more
detail later in this review in Section E. Pennayl\a insurers state that costs will increase as a
result of implementation of HB 1150. For example:

0 BCNEPA indicates that HB 1150 is an attempt byGoenmonwealth to cost
shift to the private insurets

% Estimated fiscal impact of HB 1150 (PN #2237). fisfivania Department of Public Welfare 2007;
Harrisburg, PA.

% CDC Autism and Developmental Disabilities MonitaiNetwork Surveillance Year 2002 Principal
Investigators, 2007. Prevalence of Autism SpectDisorders—Autism and Developmental
Disabilities Monitoring Network Surveillance, 14es, United States, 2002. Morbidity and Mortality
Weekly Report 56/SS-1:12-28

97 Estimated fiscal impact of HB 1150 (PN #2237). fisfivania Department of Public Welfare 2007;
Harrisburg, PA.

%8 Ibid

% Blue Cross of Northeastern Pennsylvania Lettef0s04-07 from Kimberly Kockler to Flossie Wolf at
PHC4
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o Highmark provides its 14 May 2007 Medical Policyigth“excludes care for the
diagnosis of autism” that “extends beyond tradaiamedical management or
provides for environmental chand®'and further states that the mandate “will

most certainly lead to an increase in utilizatibrmuatism services**

0 IBC states that HB1150 would cost health plangquiring them to “pay
unlicensed providers”, despite the Bill's chargéfW to set standards for and
certify covered autism professionafs

o Some insurers assume, despite the evidence predgnPW? on average
annual per treated child costs for use of curreaAtavid PH-95 benefits (which
cover ABA), that the universe of insured childreittmASD will each use the
maximum benefit, exceeding by more than doubleghasts that the
Commonwealth now incurs per treated ciild

o Concerned about rapid growth in the ASD diagnoses

a Highmark argues that “Behavioral Therapies” aremetlically necessary
service§”, however the Motilawa study (cited in respons@tmstions 3 at page
21 of this document as the best quality of the stalies submitted) provides
sound evidence of the cost effectiveness of inteniséhavioral interventiotf§

O The Insurance Federation of Pennsylvania (IFP} dgitereased costs associated
with a perceived inability “to audit the quality ofre” and requirements to
“accept DPW providers” into private insurance nekgpthe IFP statement cites
a minimum of $22M in increased costs (equal to ‘“kee O’Brien’s estimate of
the savings to the Commonwealth”, as cited in Attaent A of the Speaker’s
submission) and a high end estimate based ondtesrggnt that “insurance
actuaries agree that the cost impact will be ir2the6% range.**’

Proponents submitted a number peer reviewed rdseadicles on ABA and EIBI,
among other behavioral therapies, and includedeir submissions cost-benefit analyses and
outcome studies. In a 2006 article, David Mandédls 10 years of research articles that suggest
substantial improvements in functioning among aleitdwith ASD after behavioral rather than

19 Highmark Letter and Submission of 10-04-07 frontMiel Wartel to Flossie Wolf at PHC4
191 1bid
192|ndependence Blue Cross Letter of 10-02-07 fronmyM&len McMillen to Flossie Wolf at PHC4

103 Estimated fiscal impact of HB 1150 (PN #2237). istvania Department of Public Welfare 2007:;
Harrisburg, PA.

194 Highmark Letter and Submission of 10-04-07 frorichdel Wartel to Flossie Wolf at PHC4
105 i
Ibid

1% Motilawa SS, Gupta S, Lilly MB, Ungar WJ, Coyte Pibe cost-effectiveness of expanding intensive
behavioural intervention to all autistic children@ntario. Healthcare Policy. 2006;1:135-151.

197 |nsurance Federation of Pennsylvania letter od4@®7 from John Doubman to Flossie Wolf at PHC4
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medical intervention¥® In one cited study, 47% of the children in thedebral treatment
conditions achieved “normal intellectual and ediaret! functioning” as compared to 2% of
those who received standard medical and educatiemafits only'® Higher levels of
functioning are associated with lower health cast< Children with Autism who are lower
functioning are more likely to use higher amouriteealth care services for outpatient visits,
medication and inpatient stays. In another 20@6ley Liptak et al. report on data from three (3)
national health surveys conducted in 1999 and 20&0reveal health care utilization and
expenditures for children with Autism. Althougletk are limitations in two of these data sets as
discussed earlier in this Panel Report in answuestion 3, findings from this study indicate
that children with Autism, who most often lack coage for effective behavioral therapies, use
substantially more outpatient visits and use pligsitime longer during each visit than, for
example, children with mental retardatidfLength of outpatient visits for children with Asm

in the study were similar to those of children wdépression, and approximately 24 % of the
study group used medications, the most common afhwiias risperidon&!

In 2004, Mandell reported a study of publicly amivately insured Pennsylvania
children with ASD, examining their rates of inpati@sychiatric hospital use. The chief finding
of the study is that there was significant separaiti rates of hospitalization between children
who had earlier diagnosis and received Early Imtetion and those who did not; the late
diagnosed group who did not receive early behaliotarventions had significantly higher rates
of self-injury and aggressidi? In this Pennsylvania study, Mandell found sigifit variation
in results across the Counties, which he interdrieeveal variation in health system factors
that drove the differences, rather than differerckserent to the population of the
Commonwealth’s children with ASD. Mandell sepalattudied use of psychotropic
medications nationally among children with ASD doand that as many as 56% are prescribed
one or more psychotropic drugs and as many as 2@kese children are prescribed three or
more drugs concurrently*?

Jacobson and Mulick found that Early Intensive Bidral Intervention (EIBI) provided
in British Columbia and targeted to identified déf demonstrated “substantial and sustainable
benefits to children with PDD” and “substantial jgapita cost savings” over an individual's

1% Mandell D, Cao J, Ittenbbach R, Pinto-Martin J.didaid expenditures for children with autistic
spectrum disorders: 1994-1999. Journal of Autisth@avelopmental Disorders 2006; 36(4).

199 Mandell D, Cao J, Ittenbbach R, Pinto-Martin J.didaid expenditures for children with autistic
spectrum disorders: 1994-1999. Journal of Autisoh@avelopmental Disorders 2006; 36(4).

10| iptak GS, Stuart T, Auinger P. Health care usition and expenditures for children with autismtaa
from U.S. national samples. Journal of Autism am¥y&opmental Disorders. 2006; 36:871-879.

1 bid

12 Mandell D, Cao J, Ittenbbach R, Pinto-Martin J. fidadl expenditures for children with autistic

spectrum disorders: 1994-1999. Journal of Autisoh@avelopmental Disorders 2006; 36(4).

113 Mandell DS, Morales KH, Marcus SC, Stahmer AC, iidds Polsky DE. Psychotropic medication use
among Medicaid-enrolled children with autism spaetrdisorders. Pediatrics. 2008; 121:e441-e448.
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lifetime.*** Jacobson, Mulick and Green further reported aystising Pennsylvania data to study
EIBI in which they found EIBI-related cost savimgsapproximately $187 thousand to $203
thousand for children served between the agesaafi®2; and, savings of $656 thousand to
$1,082 million between the ages of 3 and*85initial cost differences for three (3) years ¢BE
were estimated at $33 thousand and $50 thousarchipeper year; the authors suggest that
these figures represent a modest impact on costibeatios.

Ganz, as cited in response to Question 3 at pagé thds document, estimated average
per capita discounted lifetime cost for individuaish ASD who were untreated at $3.2M per
person:® Ganz’ analysis is more specific than other studied in that it estimates costs for
each care component in each 5-year age categonynarizing a discounted lifetime behavioral
therapy cost of $206,333 for treated individualwiSD diagnoses.’

The HB 1150 proponents also sumitted studies thetmient out of pocket family
expenditures for services provided to children wiD. Jabrink et al conducted a pilot study in
England that found total cost impacts to familiébetween 689L and 8552 Sharpe and Baker
found that unreimbursed medical costs cause sigmififinancial problems for families who have
a child with Autism, suggesting that families willt themselves at financial risk in order to get

effictive Early Intervention services to help thefildren*

The private insurers state that the mandated ASieftievill require them to pay for
more services for their plan member families wheeha child with ASD?° HB 1150, also
makes provisions for PH-95 to cover ceratin insoearelated out of pocket expenses, it is
reasonable to anticipate that there will be a derén family costs.

As noted, several of the Pennsylvania insurersl ¢ite rapid growth in the prevalence of
ASD as one of the reasons that they did not suppertiB 1150 benefit. Leslie and Martin
evaluated data on one (1) million covered livesfithe Thompson/Medstat Market Span
Database, tracking the increase in ASD diagnosgsraated prevalence between the years 2000
and 2004. The authors report that ASD diagnosaeeased from 1.8% to 2.9% of these insured

114 Jacobson JW, Mulick JA. System and Cost Researttes in Treatments for People with Autism.
Journal of Autism and Developmental Disorders 2CBR{E6).

115 Jacobson JW, Mulick JA, Green G. Cost benefitestiés for early intensive behavioral intervention f
young children with autism—general model and sirsfid¢e case. Behavioral Interventions 1998;
13:201-226.

11 Ganz ML. The lifetime distribution of the increntahsocietal costs of autism. Archives of Pediatric
and Adolescent Medicine. 2007; 161:343-349.

U7 bid

118 Jabrink K, Fombonne E, Knapp M. Measuring the RateService and Cost Impacts of Children with
Autistic Spectrum Disorder: A Pilot Study. Journ&lAutism and Developmental Disorders 2003;
33(4).

119 Sharpe DL and Baker DL. Financial issues assatiatth having a child with autism. Journal of
Family Economic Issues 2007; 28:247-264.

120 private Insurers Letters, including BCNEPA Lettiéd 0-04-07; Highmark Letter of 10-04-076; IBC
Letter of 10-02-07; CBC Letter of 10-03-07 and IE&ter of 10-04-07
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children and adolescents, while treated prevalemreased form 9.5 per 10,000 children in 200
to 19.2 per 10,000 in 2004, and average cost of &&8&ment increased form $5,316 in 2000 to
$6,706 in 2004°" Treated prevalence increased by 101.1%, excemdgdy the 106% increase
Bipolar diagnoses aong these insured children duha five year period.

It is fair ask whether or not the submitted evidepoovides a complete picture of
demand for the mandated ASD benefit. As note@gspaonse to Question 1 of this document,
PH-95 requirements for diagnosis and disabilityclude those children of higher functional
levels, who may benefit greatly from the mandatanfaccessing MA benefits at present. Since
the private insurers in Pennsylvania do not caverbehavioral therapies covered by PH-95, it is
unlikely that the demand for this care has beersomea among covered beneficiaries who do not
meet the PH-95 disability requirements. It is l\kdnowever, that these individuals have been
using some benefits that are covered under thaiihfgolicies, and a cost offset might be
anticipated if the mandate were in effect and theas substitution of behavioral therapies for
some presently utilized outpatient, medication anglfpatient services.

The Motilawa study cited above provides sound evideof cost effectiveness, based on
data from Ontario, estimating 18 year cost offé@tpersons with autism who are treated for 3
years with behavioral interventions at $208,56@.he Jacobson, Mulick and Green study cited
earlier uses Allegheny County, Pennsylvania datbfisuds levels of EIBI cost effectiveness
similar to the Motilawa study, at $187,000 to $208), for children served between the ages of 3
and 22 and, savings of $656 thousand to $1.08mitletween the ages of 3 and'88nitial
cost differences for three (3) years of EIBI weséreated at $33 thousand and $50 thousand per
child per year; the authors suggest that thesedigrepresent a modest impact on cost/benefit
ratios.'**

The Bouder submission on behalf of the Vista Fotindas further evidence addressing
cost utility and variation analyses, using Penrayia datd®® The Vista Foundation assumed
cost effectiveness as estimated in the reseagtitiitre cited, while analyzing a range of
scenarios employing DPW, research and Pennsylyaiviate insurers’ prevalence, utilization
and premium estimates. The results of the VistanBation analyses indicate modest premium
cost increases for the HB 1150 ASD benefit of $PHIPM to $4.10 PM/PM? The Vista
Foundation analyses, with premium cost increasdsgiter than 1%, stand in contrast to the

121 eslie DL and Martin A. Health care expendituresatiated with autism spectrum disorders. Archives
of Pediatric Adolescent Medicine 2007; 161(4)358-35

122 Motiwala SS, Gupta S, Lilly MB, Ungar WJ, Coyte Pihe cost-effectiveness of expanding intensive
behavioural intervention to all autistic children@ntario. Healthcare Policy. 2006;1:135-151

123 Jacobson JW, Mulick JA and Green G. Cost-begsfitates for early intensive behavioral
intervention and special education for childrerntwaititism: General model and single state case.
Behavioral Interventions998;13,201-226

2% bid

125 Bouder, JN. In Response to the Notice in re MeediBenefits Pertaining to HB 1150 of 2007. Vista
Foundation 2007; pp. 1-17 and Exhibits A-E.

126 1hid
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higher end of the ranges cited by the Pennsylvanivate insurers, for which detailed analyses
were not presented to the Pennsylvania Health Caseé Containment Commission.

B. Extent to which smilar mandated benefitsin other states affected charges, costs and
payments for services

Mandates are commonly employed to correct healtd iwarket inequities. According to
the materials submitted to PHC4, eight (8) state®Hegislated mandates designed to provide
specialty health care benefits to persons who iagndsed with ASD, including: GA, IN, KY,
MD, NY, SC, TN and TX*" ASD mandates are typically focused on childremofg the eight
(8) States, coverage reportedly varies from ages23 to ages 3 to 1'6® Service prescriptions
also vary in amount, type and duration, with théamiy of states prescribing coverage of ABA,
EIBI and or DTT. And, annual caps on benefit cadsé® vary; KY employs a $6 thousand cap
while SC has a $50 thousand annual cap on ASD ienef

Parity is similar to a mandate in that it is desigimo correct health care market
inequities, however parity is explicitly focused @iminating discrimination in health care
coverage that apply to a particular diagnostic @nbiéneficiary group. Parity typically focuses
on equity in benefits, rather than prescribing adbi¢, calling for treatment of the target health
condition, diagnostic or beneficiary group thagdgial to that of other covered conditions,
diagnoses or beneficiary groups. Because of ltangding discrimination in coverage, copays
and caps applied to mental and substance use iomsdipsychiatric diagnoses and behavioral
health services, parity initiatives have been uwdgrin the State Legislatures and the United
States Congress for more than 20 years. Mentalsidl parity coverage is reported in 11 states,
including: CA, CO, CT, DE, IL, IA, KS, LA, ME, MTNH, NJ and VA'® Passage of parity
legislation has provided one opportunity for inadunsof ASD diagnoses, which are listed in the
fourth edition of the Diagnostic and Statisticalial of Mental Disorders (DSM-1V).

According to the report published by the Council&dfordable Health Insurance (CAHI)
in 2007, mandated or parity coverage in CO, DE, (BAJN, KY, MD, NJ, NY and TN “raised
costs by less than one (1) percentinsurers point out that these cost impact findiagsfor
mandates that differ from the HB 1150 mandate.istutSpeaks submitted a report on HB 1150
indicating that three (3) states ASD mandates aite gimilar to the HB 1150 mandate: SC, TN
and TX. Reportedly, South Carolina’s mandate coketsvioral therapies for children up to 16
years of age with a cap of $50 thousand; Tennesseas ABA for all ages with the same cap as
applies to any other health condition; and Texa®ABA for children from 3 to 5 years of

127 various authors pursuant to the John Warner Natibefense Authorization Act for Fiscal Year 2007.
Report and plan on services to military dependbitdieen with autism. Department of Defense 2007.

128 v7arious authors pursuant to the John Warner NatiDefense Authorization Act for Fiscal Year 2007.
Report and plan on services to military dependbittieen with autism. Department of Defense 2007.

129 various authors pursuant to the John Warner NatiDefense Authorization Act for Fiscal Year 2007.
Report and plan on services to military dependbitdieen with autism. Department of Defense 2007.

130 Bynce VC and Wieske JP. Health insurance mandatas states 2005. Council of Affordable Health
Insurance 2005.
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age, again with same cap as applies to any ottathteondition*** As cited above, the CAHI
Report includes the Tennessee mandate as oneatthaaised costs by less than one (1) percent, a
mandated benefit that covers ABA for all ages wlhth same cap as applies to other health
conditions.

Other cost and payment impact studies submitt&HG4 include:

o California Health Policy Roundtable Brief, publishi@ July 2002, states that
mandated services that are “preventive” in natareroitigate other long term
health costs, thereby mitigating the cost of thedaae>?

0 A Canadian study of the cost effectiveness of edjpanintensive Behavioral
Interventions (IBI) to all children between the ageand 5 with ASD in Ontario
indicates gains in dependency-free years to agei@breduced support cots and
increased cost savings and productiVity

0 In a study reported in 2007, analyses were perfdrooenparing the cost impact
of eighteen (18) years of Special Education togll{®) years of Discrete Trial
Training (DTT) as an EIBI; finding that DTT minined the need for Special
Education, saving $208,500 per child over 18 yaars$2.09 billion for an
estimated 10,000 eligible childréf

o Although the cost offset to EIBI noted in the stuadyove was calculated for
Special Education, other authors note that failar&ttain more normal
functioning in mainstream academic settings is @ased with dysfunction and
disability**®

0 A study by the New Jersey Mandated Benefits Adyismmmission, reported in
2006, evaluated the impact of the ASD mandatedftieatained in Assembly
Bill A-999, finding that the cost impact on a fayniiealth insurance policy was
approximately $10.17 per month

131 Autism Speaks Letters and Comments in Support®i#50; Attachments of Research Studies

132 Cubanski J and Schauffler HH. California HealtfidgoRoundtable Issue Brief: Mandated Health
Insurance Benefits: Trade Offs Among Benefits, &€age, and Costgly 2002.

133 Motiwala SS, Gupta S, Lilly MB, Ungar WJ, Coyte Pihe cost-effectiveness of expanding intensive
behavioural intervention to all autistic children@ntario. Healthcare Policy 2006;1(2):135-151.

134 Chasson G, Harris G, Neely W. Cost comparisoradf/éntensive behavioral intervention and special
education for children with autism. Journal of @héind Family Studies 2007; 16(3):401-414.

135 _eslie DL and Martin A. Health care expendituresaiated with autism spectrum disorders. Archives
of Pediatric Adolescent Medicine 2007;161(4)350-355

13 New Jersey Mandated Health Benefits Advisory Cossinhn. A study of Assembly Bill A-999.
Available at http://nj.gov/dobi/mhbac/070314_A9991MdHBAC.pdf
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0 According the Kaiser Family Foundation (KFF) averagsts in 2007 for group
family health insurance coverage in the UnitedeStatas $1,008 per month

ASD related dysfunction and disability is assodatdth increased use of outpatient
services, psychotropic medications and psychiatgatient treatment. Psychotropic medication
use and histories of psychiatric hospitalizatiom @associated with high care costs and co-
occurring chronic health conditions, as well agjlterm use of residential treatment and
disability support services. The preponderancevimfence submitted indicates that the premium
cost impact of Pennsylvania’'s mandated ASD benatiitbe in the range of one (1) to one and
one-half (1 %2) percent. Based on the KFF reportaverage family health insurance premiums
of $1,008 per month, the range of premium increesad be between $10.08 and $15.12 per
month.

C. Extent to which the proposed benefit would increase the appropriate use of treatment
services

As outlined at the beginning of this review, Hosk 1150 requires private insurers to
provide “coverage for diagnosis and treatment dighu Spectrum Disorders” in children up to
age 21, with a cap on the mandated coverage o0@3®er annum per child. Coverage is tied to
services that are evidence based and medicall\ssageand Applied Behavioral Analysis
(ABA) is cited as covered evidence based practibtareover, HB 1150 anticipates the
challenges and barriers to access posed by inageguovider networks, disruption in continuity
of care and out of pocket costs associated witlotisessurance. Therefore, HB 1150 directs the
Pennsylvania Department of Welfare (DPW) to essabtiredentialing standards for practitioners,
and ensure parity between private insurance andrgment programs with provisions that the
mandated ASD benefit is subject to the same co;guctibles and co-insurance provisions as
apply to other insurance benefits and managedorentnuity provisions for non-participating
providers.

Opponents of the ASD mandate indicate that thefliemi#l increase use of services
because at least ABA and related behavioral thesagrie not presently covered:

o Capitol Blue Cross (CBC) notes that it covers 3@sdat inpatient care and 60
days of outpatient care per benefit period, busdu# cover behavioral
therapy®

o Highmark notes that it does cover “evidence basedical services”
scientifically proven to improve ASD, but excludéghavior modification and
training”, and further states that: “Historicalitighmark has found that
whenever a service becomes eligible for insuranwerage, utilization of that
service or benefit immediately increasés.”

137 Health insurance premiums rise 6.1 percent in 233 rapidly than in recent years but still fagen
wages and inflation. Kaiser Family Foundation. $egier 11, 2007. Available at
http://www.kff.org/insurance/ehbs091107nr.cfm.

138 Capital Blue Cross Letter of 10-03-07 from RotRaiker, Jr. to Flossie Wolf at PHC4
139 Highmark Letter and Submission of 10-04-07 frontMiel Wartel to Flossie Wolf at PHC4
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o Blue Cross of Northern Eastern Pennsylvania (BCNERdicates that it has no
experience with the ASD population and that theenurdeficiencies in the MA
program are not related to a lack of coveragetdta structural or network
deficiency”, however BCNEPA reports that “it is ikelly that the mandate
included in HB 1150 will increase the appropriase of autism treatment”,
because of the coverage already provided undezdh@nonwealth’s MA
program. Despite this assertion, BCNEPA arguetstitieabenefit will cost $12M
for 1 in 150 of its 600,000 members, each of whathuse the maximum
benefit of $36,000 annually rather than the averd@i4,000 (??) now used by
MA and PH-95 client$®°

o The Insurance Federation of Pennsylvania (IFP)sibigt there will be “very
little” increase in appropriate us&.

Proponents of HB 1150 agree that the mandate woaldase appropriate use. The
“appropriate” use of treatment services hingeshereidequacy of diagnosis, care plans, covered
services, provider competencies, medical neceasityeffective practices among other factors.
Pennsylvania’s family advocates and health inswakke argue that access to and receipt of
current DPW services are not adequate. Familiesocit of pocket expenses for additional ABA
sessions and other costs, to which there is cgrtailimit. Evidence from the literature, cited
earlier in this Review, indicates that individualgh ASD, in the absence of coverage for early
behavioral interventions, will consume high level®utpatient, psychiatric inpatient and
pharmacy benefits that are clearly not the mostotffe services to treat ASD, but may be the
only covered services available to that individuadler a family’s health insurance policy. In fact,
some individuals may not learn from their practigos about “appropriate” services, if these are
not covered. A national survey of physicians rée@dhat as many as 31% sometimes failed to
offer “useful services” to patients if they perasivthat those would not be covered by
insurancé:?

Given the current constraints to appropriate usffettive treatment services for ASD,
the proposed benefit will increase the use of tiseseices. The composition of the ASD benefit
and the required DPW regulatory activities outliirethe HB 1150 legislation comprise a set of
strategies to ensure appropriate use of treatneewvices. According to the evidence submitted
detailing DPW activities pursuant to the Autism R &®rce, a number of strategies are already
being pursued, including:

o Diagnostic Evaluation and Treatment standardsnggtti

a Training of primary care doctors to early idensfgns of ASD

140 BJue Cross of North Eastern Pennsylvania Lette@04-07 from Kimberly Kockler to Flossie Wolf at
PHC4

141 |nsurance Federation of Pennsylvania Letter 004@®7 from John Doubman to Flossie Wolf at PHC4

142\Wynia MK, VanGeest JB, Cummins DS, Wilson IB. DyBicians not offer useful services because of
coverage restrictions? Health Affairs 2003;22(40:197.
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0 Increase numbers of and train credentialed physicad psychologists to
perform standardized diagnostic evaluations to anpraccess and appropriate
use of care

o Training of credentialed providers to develop appiate plans of care,
incorporating evidence based practices, includiB\A

o Training of providers to implement ABA servi¢&s

HB 1150 provides further direction to DPW to:

o Define medical necessity and identify evidence tassatment practices

O Set standards for practitioners for credentialatigipation in private insurance
provider networks to improve access to trainedatns and appropriate
treatment

0 Address out of pocket expense barriers for familibe will use the mandated
benefit, by wrapping PH-95 coverage around thelfasfor those expensés$

While these steps will increase the appropriateofiseeatment, they may also serve to
ensure that the services used will have the beattreAs cited earlier in this Panel Report in
answer to Question 3, there is “good evidence ettist-effectiveness of expanding IBI to cover
all children within a defined administrative ar€émngario, Canada).” Moreover, the emphasis on
making evidence based services accessible andlalfier, combined with training on practice
and care plan standards can have the effect dirghgfervices utilization away from those
psychiatric treatments that are costly and ineffedh meeting appropriately the needs of
persons with ASD. Utilization shifts can also ete limit any cost impacts associated with
increases in the appropriate use of treatmennalllyj the plans can implement provider training
and care management practices that will promotecssr utilization shifts and impact costs.

D. Impact of the benefits on administrative expenses of health careinsurers

Pennsylvania insurers cited, in their submissincrgases in administrative costs
pursuant to implementation of the ASD mandated fiten@ particular two companies listed
estimated cost increases:

o $9M from Highmark on a total estimated premium @éase of $81.5M, which
represents 11% of premium costs

o $500K from BCNEPA on a total estimated premium éase of $12M, which
represents 4.1% of premium costs

143 DPW Bureau of Autism Services Update, PowerPoaiaséntation, April 3, 2007

144 Autism Spectrum Disorders Coverage, H. 1150, TaaeBal Assembly of Pennsylvania, Session of
2007. Amendment to Pennsylvania Code P.L. 682284. The Insurance Company Law of 1921,
May 17, 1921.

Abt Associates Inc. 45



It is difficult to determine the basis of thesemasttes without knowing the cost
assumptions on which these amounts were basedar@cie submitted to PHC4 cited 12% of
total premium costs as the typical administratiest@ortion:*> Taking its estimate from
Pennsylvania insurers’ previous filings to PHC4 (N the referenced documents were filed by
the insurers and are not the analysis of the PH&¥),Bouder’s analysis for the Vista
Foundation estimated administrative expenses atdf®al premiums?°A better assessment
could be made with further delineation of the adsments contained in those insurers’
administrative expense. Typically, administratexpense cost elements include:

o Filing riders and updating contracts to include rmmefits

o Eligibility determination and enrollment, althougtost target MA and PH-95
clients are already enrolled through their families

o Member services — while the privately insured faasilare not new members,
they may seek assistance from member serviceg ifirh year of the mandated
ASD benefit to determine how to use the new benefit

o Utilization and care management — these activitiag actually decrease medical
costs

o Network management — DPW will set and apply staa&ldocus on recruitment
and share its current network, saving the privageriers on many of the
recruitment and credentialing costs

o Claims payment and adjudication — Information systevill require one time
modification to pay claims properly for new senacbut services substitution
may limit the net number of new claims and claimsthese benefits should not
be any more expensive to process than those fer othdical services

There does not appear to be any disagreement betppenents and proponents in
estimating the percent of administrative costs.

E. Impact of the proposed benefits on the benefits costs of purchasers

Evidence from opponents of HB 1150 includes:

o Highmark estimates $81.5M in increased premiumscosta customer base of
4.1M

145 Lemieux, J. “Perspective: Administrative Costdoivate Health Insurance Plans. AHIP Center for
Policy and Research, Date...

146 Bouder, JN. In Response to the Notice in re MeediBenefits Pertaining to HB 1150 of 2007. Vista
Foundation 2007; pp. 1-17 and Exhibits A-E.
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IBC estimates $57M in increased premium costs basettreated prevalence
assumption of 1 in 400

BCNEPA estimates $12M ($11.5 M medical and $500#iadstrative) in
increased premium costs on a customer base of 6@k a treated prevalence
assumption of 1 in 150, each of whom will use treximum of $36K per annum

The Chamber of Business and Industry cites 4%"asreservative estimate pf
premium increases on 16,000 contracts servicetslBGI subsidiary, where the
average monthly premiums equal $550, and the prarimarease is estimated at
$264 per year or $22 per month per contract employe

The Insurance Federation of Pennsylvania citemas#s of actuaries at between
2 and 6%

Absent consistent information on each plan’s curpe@amium base, as well as treated
prevalence and average benefit expendituresdiffisult to compare these submissions or to
draw conclusions about their accuracy or fairness.

Evidence from proponents of HB 1150 contained ndeteailed cost analyses.
Proponents submitted many of the studies of otlaes mandates that are outlined in Section B,
above in answer to the sub-question on the imgagitrolar mandates on costs. The Vista
Foundation conducted an analysis for the proporeatsy the lines of those typically conducted
by actuaries, employing current Pennsylvania epidi@gical, coverage and cost experience.
Proponents’ major findings on cost impacts include:

a

Q

Fuhr and Stefanacci

The Department of Defense (DOD) published a Regaatnining autism
mandates in numerous jurisdictions across the gouhére the DOD had
covered lives in its TriCare insurance program.chading that premium
increases would be in the range of't%

A study by the opponents of South Carolina’s autisamdate, which has a
higher cap than Pennsylvania of $50K per childygear, finds the increase to be
$48 per member per year, or $4 per member per nipnifpm) and just under
1% of current premiums

In Wisconsin, which has no cap, analyses of thedatzu benefit review
premium increases of $3.45 to $4.10 pm/pm

A study by the New Jersey Mandated Benefits Adyismmmission, reported in
2006, evaluated the impact of the ASD mandatedfiieomtained in Assembly
Bill A-999, finding that the cost impact on a fayniiealth insurance policy was
approximately $10.17 per month, or approximatelydfgpremiunt*®

147 Department of Defense Report and Plan for Sentiwddilitary Dependent Children with Autism, 2007.

148 New Jersey Mandated Health Benefits Advisory Cossinh. A study of Assembly Bill A-999.
Available at http://nj.gov/dobi/mhbac/070314_A999MdHBAC.pdf
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0 According the Kaiser Family Foundation (KFF) averagsts in 2007 for group
family health insurance coverage in the UnitedeStatas $1,008 per month

O The Vista Foundation employed the KFF 2007 avefagily health insurance
policy costs to its analysis of cost impacts for HES0

PA insurers have not provided evidence of the aealyhat would support the levels of
cost increase that are cited in the correspondeageseveral plans. Vista Foundation’s analysis
is the most comprehensive submitted and followgthdelines of the American Academy of
Actuaries®, which include the following components:

a Size of risk pool:

= employing Pennsylvania epidemiological data frof@®@ determine the
total eligible population of 3,419,801 individuatges 0 to 20,

= noting that insurers/IFP estimate that only 42%caneered in non-ERISA
plans and 8.3% are uninsured, so that the readbkigopulation is
between 1,317,102 and 1,363,064,

= of which the total risk pool of potential benefices who have ASD is
between 8,781 and 9,087 children,

= with the likely user pool of 1 in 500 estimatedatween 2,634 and 2,726
children who will likely be treatetf* based on examination of several
studies that respectively found treated prevaléoicautism services
between 1 in 520.8%, 1in 476.14° and 1 in 506"

a Case Mix: with the numbers cited above, the miauifsm cases among all cases
is known, however, data are not available fromG@benmonwealth or the private
insurers on the mix of need, diagnostic and/ortional subgroups within the
universe of potential beneficiaries or the tregiedulation

0 Intent of purchaser cohort: Since Pennsylvaniargrs’ pools were prior
established for employment purposes other thamiguyisurance, and more

149 Health insurance premiums rise 6.1 percent in 233 rapidly than in recent years but still fagen
wages and inflation. Kaiser Family Foundation. $agier 11, 2007. Available at
http://www.kff.org/insurance/ehbs091107nr.cfm.

130 yccello, Senior Health Fellow, American AcademyAofuaries, NCSL 2007

151 Bouder, JN. In Response to the Notice in re MeediBenefits Pertaining to HB 1150 of 2007. Vista
Foundation 2007; pp. 1-17 and Exhibits A-E.

12| eslie and Martin (p. 352); Leslie DL, Martin Aelth care expenditures associated with autism
spectrum disorders. Archives of Pediatrics and Asioént Medicine. 2007; 161:350-355.

153 iptak et al (p.872); Liptak GS, Stuart T, AuingerHealth care utilization and expenditures for
children with autism: Data from U.S. national saesplJournal of Autism and Developmental
Disorders. 2006; 36:871-879.

1% Mandell et al (p. 477); Mandell DS, Morales KH, Mas SC, Stahmer AC, Doshi J, Polsky DE.
Psychotropic medication use among Medicaid-enraitgitiren with autism spectrum disorders.
Pediatrics. 2008; 121:e441-e448.
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Q

particularly, this ASD benefit, the PA insurers bges subject to adverse selection
and the mandate will put no company at a partiadisadvantage. While some
individuals may enter the market because of thedai@n it is unlikely to have a
substantial impact since PA already wraps medialrad its own purchases of
private insurance for children meeting certain nseamd insurance tests.

Mandated coverage effects: mandated coverageniilmize the effects of
adverse selection that derives from unique knovdexfgparticular health
conditions or insurance benefits, although all aghat small businesses who are
less likely to be self-insured due to smaller pskols, are also less likely to be
ERISA exempt and therefore disproportionately sttifj@ the mandate as
compared to larger businesses

Measures of prior health spending: the Vista Fatind analysis employs
measures of prior health spending in three scem@ranalyzes — the
Commonwealth’s MA Fee-for- Service experience df,$00 average annual
cost, and a research study by Chasson et al. dfrEfrting a $22,000 average
annual cost, and the Pennsylvania private insmersmum estimate of $36,000
for the third scenario

Trend data for estimates of future costs: Vistalegs the future cost adjustment
rates outlined in the ASD mandate

Administrative cost data: Vista uses the histdnates of 10% filed with PHC4

F. Impact of the proposed benefits on the total cost of health care within the Commonwealth

Submissions to PHC4 have addressed the major ergaised to determine the impact of
the proposed benefits on the total cost of heath in the Commonwealth. While detail to
support some of the cost estimates is lackingémtiesentations by Pennsylvania insurers,
considerable detail is provided by proponents inateas required by PHC4, including:

a

Q

Q

Q

Baseline number of individuals who might utilizenkéts

Baseline coverage, estimated costs of that covenagdeitilization costs that can
be translated into PM/PM expenditures

Projected utilization anticipated under specifioyisions of the HB 1150
Projected marginal impacts on premiums and ouboket expenses
Impact that increased coverage would have on atitim driven health care costs

Longer term estimates of cost savings and medastlaffsets

Summaries of the findings on these factors arenaadtlin Sections A through E of
Question 8. Taken together, these forecast:

Q

a number of potential beneficiaries, to which alities agree
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O arelatively low treated prevalence, to which prmgrats and several private
insurers agree

O agreement on administrative costs

a utilization and average cost estimates from baselosts under MA and PH-95
programs, which need to be adjusted for those iiddals who are privately
insured but do not meet the PH-95 disability cidter

0 marginal premium impacts of up to 1% for mandatpl@mentation under
several defined scenarios/sensitivity analysesrdauwpto the detailed analyses
provided by the Vista Foundation and consistent wie 1% figure cited in
studies from the Department of Defense and otlage girisdictions evaluating
ASD mandates

O some private insurers project marginal premium ictgaf 4% , based on
assumptions that all children with an ASD diagng¢sital population prevalence
as opposed to treated prevalence) will use the mani ($36,000 per annum),
although the supporting analyses were not submfitteceview

0 potential medical cost offset in outpatient, inpatipsychiatric and medication
costs from application of behavioral therapies

o relief of out of pocket insurance expenses thramtitinued availability of PH-
95 coverage for those expenses

o projected reduction in family caregiver stress kndw cause depression and
other adverse health effetfsand attendant savings in family health costs

O projected short term savings to the CommonwealfAsand PH-95 programs of
$22M™°

o clinical effectiveness research studies providelitate that improvements in
clinical and role functioning and quality of lifeue be anticipated for those
children and youth with ASD who use evidence bdmsthvioral therapies,
including Applied Behavioral Analysis.

O projected savings of $187K to $203K from age 32@B&d $656K to $1.1M from
age 3 to 55 from EIBI treatménton a lifetime $3.2M per capita incremental
costs of care for individuals with untreated A&Dwith a strong foundation in

135 Beresford, BA. “Resources and Strategies: Howemiarcope with the care of a disabled child.” dalr
of Clinical Psychology and Psychiatry, 35,171: 1994

1% Estimated fiscal impact of HB 1150 (PN #2237). istivania Department of Public Welfare 2007:;
Harrisburg, PA.

157 Chasson GS, Harris GE, Neely WJ. Cost compari$eary intensive behavioral intervention and
special education for children with autism. JouwfaChild and Family Studies. 2007;16:401-413.

158 Ganz ML. The lifetime distribution of the increntahsocietal costs of autism. Archives of Pediatric
and Adolescent Medicine. 2007;161:343-349.

Abt Associates Inc. 50



the research literature, figures which in large soea represent avoidance of
future state costs for adult care

In summary, the evidence submitted to the Pennsidvdealth Care Cost Containment
Commission is sufficient to evaluate the impacthef HB 1150 mandate. The analyses and
research papers support a finding of marginal premncrease costs of approximately $1
PM/PM attributable to the ASD benefit. These dosteases are modest relative to: ongoing
insurance cost increases; estimated cost offsetarfulies and the Commonwealth; and better
results for children and youth with ASD. The dialiand cost effectiveness research studies
provided indicate that improvements in clinical @k functioning and quality of life can be
anticipated for those children and youth with ASBowse evidence based behavioral therapies,
including Applied Behavioral Analysis.
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Pennsylvania’s Act 14 of 2003 specified five typégxpertise to be included on
Mandated Benefits Review Panels. These includslti research; biostatistics; economics
research; insurance or actuarial research; andgaysvith experience in treating the target
condition--in this case, autism spectrum disord@iise following sections provide brief
descriptions of the backgrounds and experienckeeofitembers of the Autism Spectrum
Disorders Mandated Benefits Review Panel.

Health Research

William E. Schlenger, Ph.D., Principal Scientist in Abt Associates’ Betoral Health
Research Program, is a psychologist with broadéste and background in health, mental health
and substance abuse research. Although best kimowis contributions to the literature on the
epidemiology of post-traumatic stress disorder B) @is fundamental interest involves
improving our understanding of the relationship®agimental health, substance abuse and other
behavioral and health problems. His career hateshon large-scale behavioral research
studies conducted by multidisciplinary teams. Sib@80, for example, he has had senior
leadership roles in the coordinating centers diteigajor multisite collaboratives that studied
psychosocial interventions aimed at treating ov@néng mental health or substance abuse
problems. These studies ranged from examinatibtieeefficacy of a broad range of
community-based treatment interventions (e.g., aldm@alth and substance abuse services for
people with HIV infection, diversion from jail toental health and substance abuse treatment for
people with co-occurring disorders, improving timkéage of substance abuse treatment with
primary care) to workplace-based preventive intetieas (substance abuse prevention in
managed care, substance abuse prevention aimedrag gdults in the workplace).

Joseph P. Morrissey, Ph.D., is Professor of Health Policy & Administration and
Psychiatry, at the Schools of Public Health and iglad, and Deputy Director for Research,
Cecil G. Sheps Center for Health Services Resebhalversity of North Carolina at Chapel Hill.
He served as principal investigator of a three-y2@01-2005) research grant from the NIMH to
study the structure, utilization, and expenditdogservices accessed by families on behalf of
children with autism. He also was a co-investigatoa two-year (2004-05) autism services
study funded by the Centers for Disease ControtheaNorth Carolina Center for Autism and
Developmental Disabilities Research and Epidemiplobhe study assessed autism service use
and expenditures over time in a cohort of 10 yéds as they moved from elementary to middle
school. Currently he serves as principal investigidr a study funded by the NIH Office of
Minority Affairs (2007-10) to develop and pilot temn advocacy intervention for African-
American parents of children with psychological &ethavioral deficits, including autism
spectrum disorders.

Biostatistics

LisaLaVange, PhD, is Professor and Director of the Collaboratived&ts Coordinating
Center (CSCC) in the Department of Biostatistieh)d®l of Public Health, UNC-CH. Dr.
LaVange joined the Biostatistics faculty in 200Bnging extensive experience as a
biostatistician in both pharmaceutical and govemirsponsored research to the CSCC. She
currently serves as Principle Investigator for kidl Bl sponsored Hispanic Community of
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Health Study/Study of Latinos Coordinating CenRrincipal Investigator of the Bronchiectasis
Research Registry project funded by the COPD foumalsand co-Investigator for several
clinical trials conducted as part of the NIMH sporexl Schizophrenia Trial Network. Prior to
joining UNC, she was Vice President of Biostats@nd Data Management for Inspire
Pharmaceuticals, Inc. and Vice President of Stadigbr North American Clinical Development,
Quintiles, Inc. Her industry experience spans afrexelopment in the areas of cardiovascular,
mental health, and respiratory disease. Prioetartdustry experience, she worked for the
Research Triangle Institute for 16 years wherevgminvolved in a number of large scale
national surveys, epidemiological studies, anddadirtrials. Dr. LaVange is a Fellow of the
American Statistical Association and served asiéeas of the Eastern North American Region
of the International Biometric Society (2007). S$hassociate editor of the Journal of
Biopharmaceutical Research and editor of the ASAMBEbook series. Her research areas
include the design and analysis of clinical triasl complex sample surveys. She is currently
co-instructor for two Biostatistics doctoral lewslurses, Clinical Trials and the Principles of
Statistical Consulting.

Economics Research

Michael Ganz, Ph.D., is Associate Director of Outcomes Research in HERES at
Abt Bio-Pharma Solutions, Inc. Dr. Ganz’ skillsdagxperience are in health economics,
program evaluation, and the analysis and manageofitveialth-related survey data. Prior to
joining Abt Associates, Dr. Ganz was an Assistanféssor at the Harvard School of Public
Health in the Department of Society, Human Develeptnand Health and currently serves as an
Adjunct Assistant Professor at Harvard. Dr. Gaaz tonducted publicly and privately funded
research on health behavior decision-making asagedin the health care utilization and
expenditures of special populations, includingadrah with special health care need and has
worked extensively with large representative natidrealth surveys such as the Medical
Expenditure Panel Survey and the National Healdritew Survey, as well as with health
insurance claims. He has published on the epidegy@nd utilization and expenditure patterns
of a number of health conditions and special pdjora in leading journals such as the American
Journal of Public Health, Health Economics, Ophti@ébgy, and Pediatrics. Dr. Ganz has a
number of research interests including investiggtite correlates and predictors of health care
utilization and expenditures for children and faes) especially for children with special health
care needs (including mental health) and policyysmand economic evaluations of the indirect
effects of non-health policies on health. In 2036 Ganz published a chapter on the costs of
autism and in 2007 he published a follow-up articlthe Archives of Pediatrics and Adolescent
Medicine that has been widely cited. Dr. Ganz&&hD in Sociomedical Sciences and an MS in
Biostatistics, both from Columbia University in Ne&ferk, and a BS in Economics from UCLA.

ChrisPashos, Ph.D., is Vice President of Health Economic ResearchQuality of Life
Evaluation Services (HERQULES) at Abt Bio-Pharméutans, Inc., a subsidiary of Abt
Associates Inc. He joined Abt Associates in 198&iag from the faculty of the Harvard
Medical School. Dr. Pashos and his multi-discipynd ERQULES team collaborate
internationally with clinicians, researchers antiqyonakers to assess the use, outcomes, and
value of medicines, medical devices, biotechnolmgy other healthcare products and services.
Having published in leading medical journals arduesd on the quality, cost and value of health
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care, Dr. Pashos serves on the Editorial AdvisagrB of the journal, Value in Health, and on
the International Advisory Board of the journal,r@unt Medical Research and Opinion. He is a
recipient of the Distinguished Service Award bestdwy the International Society for
Pharmacoeconomics and Outcomes Research (ISPGR)eaanelected to serve as President of
ISPOR for 2008-2009.

Insurance or Actuarial Research

Danna Mauch, PhD, Principal Associate and Scientist in the Healividdon at Abt
Associates Inc., has more than 30 years of experigndesigning, implementing and managing
research, clinical and administrative servicehetiealth arena. Dr. Mauch has extensive
experience in the implementation and operatiorpetmlty health plans, with a particular focus
on co-occurring chronic health conditions, pharmaicgt disease management, as the former
CEO of Magellan Public Solutions, CAO of ComprehieadNeuroScience and President of
Integrated Health Strategies. The focus of hekwais also been on the integration of care
systems, financing, and management informatiomppart reforms and transformation of care
for persons with complex behavioral and physicalltheconditions. Dr. Mauch consults with
governments, corporations, and care systems ingtdgitvplanning, financing, managing and
evaluating health care services. Her clients oheldHMOSs, specialty care plans, and care
management companies; state Medicaid, Medicarg@alblit health programs; and CMS, HRSA,
SAMHSA and the VA. She is experienced in managad market analyses, strategic product
management and operations readiness assessmentdaugh’s recent work centers on the
integration of systems of care, with particular éagis on the financing, organization and
management of care in the public sector, capitadinin recent developments in evidence-based
practices, Medicaid, Medicare and managed caremefo

Physician Experienced in Treating Autism Spectrugoiders

Linmarie Skich, MD, is a board certified child and adolescent psydbiawho is an
Associate Professor at the University of North @asoat Chapel Hill, in Division TEACCH
(Treatment and Education of Autistic and relatdteotCommunication-handicapped CHildren)
and the Division of Child and Adolescent PsychiatBhe initiated the TEACCH Medical
Consultation Clinic, whose goal is to facilitate tintegration of biomedical, behavioral and
educational treatments for individuals with autspectrum disorders. She has also participated
in several clinical trials for individuals with asitn. Within the NIH-funded STAART (Studies to
Advance Autism Research and Treatment) Psychopleatogy Network, she has played a
leadership role and led an important study exargieaxly psychopharmacologic intervention.
She also has served as a reviewer of researchgaispgo: the MIND Institute, which strives to
develop better treatments for neurodevelopmensairders; Autism Speaks; and the National
Institute of Mental Health
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