Approved: March 10, 2009
Date
MINUTES OF THE SENATE PUBLIC HEALTH AND WELFARE COMMITTEE

The meeting was called to order by Vice Chair Senator Vicki Schmidt at 1:30 p.m. on February 10, 2009,
in Room 136-N of the Capitol. Chairman Barnett was testifying at another Senate hearing.

All members were present.

Committee staff present:
Nobuko Folmsbee, Office of the Revisor of Statutes
Doug Taylor, Office of the Revisor of Statutes
Kelly Navinsky-Wenzl, Kansas Legislative Research Department
Terri Weber, Kansas Legislative Research Department
Jan Lunn, Committee Assistant

Conferees appearing before the committee:

Dr. Bill Craig, Chairman, Autism Task Force

Michael L. Wasmer, DVM, Appointed Member of Autism Task Force
Louise Heinz, Appointed Member of Autism Task Force and Parent

Others attending:
See attached list.

Senator Schmidt requested Nobuko Folmsbee brief committee members on SB 83 - Autism task force. This
legislation would re-establish the Kansas Autism Task Force which was created in 2007 and expired on
December 31, 2008. Its purpose is to study and conduct hearings relating to the needs and services available
for persons with autism.

Senator Julia Lynn was recognized by the chair to introduce the conferees.

Senator Barnett arrived and assumed the chair. He recognized Dr. Bill Craig who spoke regarding the
purpose, accomplishment, and the work remaining for members of the Autism Task Force. He indicated
the members of the Autism Task Force include representatives and experts from varying fields/industries
such as msurance, parents of autistic children, advocacy groups, special educators, regulatory agencies,
legislators, etc. The Task Force developed key recommendations that fell into four areas: a handbook for
parents with autistic children that details best practices within the field, the development of a scholarship
program (through legislation) to include a human services specialist for autism to serve rural/underserved
areas, open access to health insurance (through legislation) for autistic individuals, and full funding for
individuals on the autism waiver waiting list. Dr. Craig submitted the full report to committee members

(Attachment 1).

Senator Schmidt requested that if the task force is renewed, the group work with the State Board of
Regents (postsecondary institutions) to develop the definition, role, and certification criteria of an autism
specialist or human services specialist. Dr. Craig indicated willingness to move forward with that
recommendation should the task force be re-established.

Senators discussed the current status of insurance coverage for autistic individuals, the scope of work
included in re-establishing the task force, anticipated costs for renewing the task force, the autism waiver
and potential for a sliding fee scale, and on-line resources for consumers, etc.

Dr. Mike Wasmer was introduced to speak in support of SB 83. His daughter, Kate (for whom the bill is
named) was diagnosed with autism at age 2. Dr. Wasmer related his family’s experience. Dr. Wasmer
reported that with the appropriate treatment, his daughter has been mainstreamed in public school,
requires no special services, and makes straight A’s in school. He spoke about the value of early
intervention and treatment not only to the autistic child but to the public in the form of dollar savings to
the State (Attachment 2). It is projected that savings of approximately 4.4 million dollars in costs of adult
services and lost productivity can be realized by utilizing early intervention and recommended treatment
modalities

Chairman Barnett recognized Louise Heinz, the mother of an autistic child and appointed member of the
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CONTINUATION SHEET

Minutes of the Senate Public Health And Welfare Committee at 1:30 p.m. on February 10, 2009, in Room
136-N of the Capitol.

Autism Task Force, who provided updated committee members on the current status of autistic children
on the waiver waiting list. Ms. Heinz shared information regarding the progress of the Task Force and
cited statistics related to the rising numbers of children being diagnosed with autism (Attachment 3). She
reported that significant work has been done on the “best practices handbook™ which will serve as a
resource tool for parents and will provide evidence-based information to enhance decision-making
(Attachment 4). The re-establishment of the Task Force will allow members to incorporate outcomes
from a national project into “best practices handbook.”

Senator Barnett adjourned the meeting at 2:15pm.

The next meeting is scheduled for February 11, 2009.

Unless specifically noted, the individual remarks recorded herein have not been transcribed verbatim. Individual remarks as reported herein have not been submitted to

Page 2
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Testimony Prepared for the Hearing of SB 83
Public Health & Welfare Committee
Senator Barnett, Chair
February 10, 2009

The Kansas Autism Task Force, established by Senate Bill 138, submitted its final report
to the Legislative Education Planning Committee in November of last year. I have
provided the committee a copy of that report.

In this report, the Task Force offered a vision statement for autism supports and services
to which Kansas should aspire:

All children in Kansas will receive screening for a developmental delay
within the first year of life and for an autism spectrum disorder (ASD) within
the second year. Children with a positive ASD screen will be referred for
evidence based intensive intervention immediately while undergoing a
thorough diagnostic assessment within six months. Evidence based
intervention services (defined as 25 hours a week of systematic intervention
for a period of three years for a child under the age of 8) will be readily
available for all Kansas children with an ASD.

High quality supports will be readily available to persons with autism who
require them throughout the life span.

Families, public schools, state and federal programs, and private health
insurance must each be fully participating partners in the achievement of
this vision.

To further this vision, the Task Force focused its recommendation in four areas:

I

The development of a Best Practices Handbook which identifies those treatments
and approaches to autism which have received solid research support. This easy-
to-use document will be made available to families on-line and through the
service access networks: Tiny K, Pre-Schools, and CDDOs.

Legislation (SB 10) to create a Scholarship Program to incentivize human service
professionals to become autism specialists who agree to work in underserved
areas of the State.

. Legislation (SB 12 or Kate’s Law) to ensure open access to health insurance for

Kansans with autism. Currently, such access is not guaranteed and medically
necessary services are denied under policies which fall within the purview of the
Kansas Insurance Commission.

Public Health and Welfare
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4, Full funding of the Autism Waiver. Kansas instituted a Medicaid waiver
focused on early intervention for children with autism in January of last year.
This waiver has receiving national attention for its design. Currently, 45 children
have received the funding and about 160 remain on a waiting list. Six children
have aged out off of the waiting list and will never benefit from this service.
Because of the age dependent effectiveness of this type of intervention, a waiting
list is simply not acceptable public policy.

Over, the course of the past year, the Task Force has heard from numerous state agencies,
educators, scientists, business people and families. We have been impressed with the
widespread awareness of the growing challenge of autism and willingness of Kansans to
be part of the solution. We believe that by addressing the four areas above a foundation
will have been laid to begin to successfully address this challenge.

Today, on behalf of the Task Force, I am here to seek your support for SB 83 which
would extend the term of the Task Force through this calendar year. The rationale for
this request is that we were unable to complete our work in the allotted eighteen months.
What remains is not large, but is essential:

o the completion of the Best Practices Handbook

e identification of ways to better address the support and information needs of
families

e liasoning with the Governor’s Commission on Autism which will continue to
function after the Task Force sunsets.

Thank you.

Dr. Bill Craig
Chair, Kansas Autism Task Force
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The Kansas Autism Task Force is directed statutorily to study and conduct hearings on the
issues related to the needs of and services available for persons with autism. State taw requires
that the Task Force submit reports to the Legislative Educational Planning Committee (KSA
46-1208d).
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Kansas Autism Task Force
FINAL REPORT

{CONCLUSIONS ANB RECOMMENDATIONS

As a result of its findings, the Kansas Autism Task Force recommends that agencies which serve
as support. systems for families and children with autism, (Kansas Department of. Health and
Environment (KDHE), Department of Education, and the Department of Social and Rehabilitation
Services (SRS)).should incorporate the guidance of'the “Best Practices in Autism Intervention for
" Kansas” handbodk (a.ttached) producecl by this Task Force into their admi_nisttgti‘ve. guidelines.

Asa result of its hndmgs in: other areas, the Ka.nsas Autism Fask Forcc recommends the
Leg,;slature 00n31der and’ adopt leg1slat10n as follows: : :

e Create a spemﬂc mechamsm in Lhc KDHb tiny+k funding formula- to' suppoit local fimy-k
providers who must provide ‘mgh cost, infensive services when thcy are requlrcci by a ch:ld S

! Individualized Family Service Rlan (IFSP).
~& . Expand funding of the Autism: ‘Medicaid- Waiver to- fuliy serve the curl ént Wa.ltlnGr list and
- tiansfer: thé- future- fundmg ‘of this: ‘ptogram tothe consetisus estlmatlng proaess Whexe
anticipated need will be the basis-for finding, A waiting list is not an acceptable option, *
® Pass Ieg1slat10n whmh requlres that health- msurance pohcles cover, ihe dlagnoms and

'Dtsablhty s" tem
e To complcte the' objectwes st for it by the L agu:la "re the Kans S Autlsm Task FOI‘CL must
have its term extended for an additlona! year, c_:_,neccsqary lcgisia‘cwc authorlzauon to
) accomphsh thiis’ should be made refroactive to Januaiy 2009. (Please see the © “Task Force

' Actwlt!es sect1011 page 4, for the oomplete rationale for this extension.)

In ..iddltl()ll the Depar’tment of Education’should strwe to ease the au,ess to Catdstrophw A1d
‘E‘unds for school d13111cts who serve htgh-cost studénts, such as those w1th autism.

umbent on the Lhree sLato agenmes pnmar]ly responsible for services to individuals with
autlsm (KDHE Departmcnt of Educatlon and SRS). tor collaboratwely maiitain: a dynamlc
mapping website of the: avallablhty of services and supports across the state with current contact
information. This site should be readily available and usable by parents seeking 1nf0rmat10n arid
service.

Proposed Legislation: The Kansas Autism Task Foree has no authority to introduce
legislation. . . ix  wr, . A& :

Kansas Legislative Research Department 11-1 2008 Kansas Autism Task Foree



BACKGROUND

‘The Kansas Autism Task TForce was
established by 2007 SB 138 to study and conduct
hearings into issues including but not limited
to:

e The realignment of state agencies that
provide services for children with autism;

@ The availability or accessibility of services
for the screening, diagnosis and treatment
of children with autism and the availability
or accessibility of services for the parents or
guardians of children with autism;

® The need (o increase the number of qualified
professionals and paraprofessionals who are
able to provide evidence-based intervention
and other services to children with autism
and incentives which may be offered to meet
that need;

@ The benefits currently available for services
provided to children with autism;

s The study and discussion of an autism
registry which would (a) provide accurate
numbers of children with autism, (b) improve
the understanding of the spectrum of autism
disorders and (c¢) allow for more complete
epidemiologic swrveys of autism spectrum
disorders;

® The creation and design of a financial
assistance program for children with
autism;

o The establishment of a hotline that the
parents or guardians of children with autism
may use to locate services for children with
autism;

@ Additional funding sources to support

programs that provide evidence-based
intervention or treatment of autism, including

Kansas Legislative Research Department
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funding for the development of regional
centers of excellence for the diagnosis and
treatment of autism;: and

@ Develop recommendations for  the
best practices for early evidence-based
intervention for children with autism.

TAsk FORCE ACTIVITIES

The Task Force and its subcommittees met
frequently in 2008. For a detailed description
of the activities of the Taslk Force, refer to the
minutes of meetings dated March 5, April 14,
June 12, July 16, August 22, September 17, and
November 12, 2008.

The Task Force decided to make a request
to the 2009 Legislature to extend the term of its
activity for an additional year for the following
purposes:

e Afinaledition ofthe “BestPracticesin Autism
Treatment in Kansas” handbook must await
the incorporation of the soon-to-be released
national standards manual. Subsequently, a
readily accessible version of this document
will be made available to all interested
families, providers, and others.

@ The Task Force believes it must be available
as a resource to the 2009 Legislature
during the Session as it deliberates the
recommendations of the Task Force.

o At the conclusion of the extension year the
Task Force will make a recommendation to
the Legislature for a mechanism to provide
ongoing advice and oversight for the
concerns of Kansans with autism.

2008 Kansas Autism Task Force
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.CoNCLUSIONS AND RECOMMENDATIONS
~ ‘Our Findings

Autism spectrum disorders (ASDs) are
biologically based, neurodevelopmental
d1sab1!1t1es with a strong genetic component
that are Lhalactenzed by Impairments in
commumuatmn social interaction and
sensory proce.:ssmcy With varying degrees
of severity, ASDs interfere with an affected
individual’s ability to learn and to establish
meanmgfui relationships with otherq

The plevalenae of ASDs ‘in Kdﬂbaﬁ (and
nahonwde) increasing  in epidemic
proportions. (The Centers for Disease
Control currently report the plcvalcncc of
ASDs as-1 in 150 births. Ten years ago, this
estlmate was 1in2,5 00 } ‘

There 'is no proven “cure” for autisin and
the effects of this disability are typically
lifelong. However, effectiveness of early,
‘interisive 111tervem:10n in rcducmgthc effects
~of this disorder i supperted by & growing
body of seientific tesearch. The costs of this
intervention for at least three years during
the crucial developmental age (1 through. 7)
may exoegd. $1 50,_.OOQ ;

Halfof the individ dals who recewc thls level
of - mtervenhon do' not require. subsequent
special edcatiori ‘services and 80 percent
show measurable reduction in  Symptoms.
The cost of supportmg ‘an individual
‘thh Auitisim Who ‘does” 1ot receive. such
1ntervenﬁon thmugh age 55 is estrmated to
averaf,e $4, 400 (}00

Current Barriers

The current barriers to individuals with

autism and their families in Kansas include:

Long wait times for thorough diagnostic
assessments by  properly  certified

Kansas Legislative Research Department
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;Currently, the.

professionals.

The tiny-k network which provides the front
line for early identification and intervention
in Kansas is not' adequately funded’ and
provides no allowance for the high cost of
earIy miervent[on

There is a diamatic shortage of gualified
personnel to implement early intervention.

The qualified personnel who are. available
are concentrated in the urban areas and not
accessible to-vast portions of rural Kansas,

Clirrent funding for the newly creaiéd Autism
Waiver is Ilmlted to- fewer than 50" chlldren

th.rce funes the current mlmber served

- The only source Iocal school’ d1strlcts have

for covering the- ¢ expense of thege’ 11igh cost
services is Catastrophic Aid fundin g through
Lh() Kansas Department of Educat}on :

hasnoauthoritytorequire non- dlscrlmmatmy
coverage for Kansans Wlth aut]sm

Most Kdllbd.s fdrruhes of 1ndw1duals with
autism. eventually, will. need. to.look to the
publ;c Developmental - Disability:. system
for services.. The current.waiting: list for
needed service (2,233 individials- waiting
for HCBS services and an additional 1,279
awaiting other services, for a total of 3,512)
is growing each year as approprmtlons
have failed to Keep pace with the need. In
addition, the. inadequacy. of reimbursement
rates to cover.the cost to recruit and retain
direct support workers of acceptable quality
has further rendered this. system a. broken

resource..

2008 Kansas Autism Task Force
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Vision Statement

The Task Force expresses the following
 Vision Statement for autism supports and services
to which Kansas should aspire.

All” childten in Kansas will. receive

sereening for a developmeutai delay

within the first year of life and for

an, autlsm spectrum disorder (ASD)

within the second year. Children

with a positive ASI) screen will be
referred for ev1dence—based intensive

mterventmn 1mmed1ately . while
'undergomg a thorough dxagnostm
agsessment w1thm six. - months,
B _r.lence_—based intervertion services
(defined as at least 25 hiours a week of
i ix ﬁervenﬂen fora perlod of

thiee years for a child under the age

of 8).will be.readily available. for-all
_ Kansas. ch:ldren with an Ab_ T

Hig q;u,gmaz suppoﬁsi will B readily

aviilable to persons with autism. who
requite. them: throughout the life
spams o e s

Famllles, publlc schools, state and
federal’ programs, service provxders‘
and: private’ health- insui ance carriers
must: " edch: ‘be" fully - partmpatmg
paltners in- the achlevement of this
visior.

LEGISLATIVE  RECOMMENDATIONS

A asresults of its ﬁndmgs the Kansas
Autism: Task. Force resomriends that agencies
which-serve as suppott systeins for families and
children with-autisti. (KDHE, Department of
Education, SRS) should incorporate the guidance
of the “Best Practices in Autism Intervention for
Kansas” handbook produced by this Task Force

As a‘result of its findings in other areas,

the Kansas Autism Task Force recommends the
Legislature consider and adopt legislation as
follows:.

Create 2 spemﬁc mechfm:sm in the KDHE
zmch tundmg fou"nula. to- support Jocal
p1ov1dcrs who must suppgrt high cost,
intensive services xdcntiﬁcd in a child’s
hldlyx_d__uahzed F amily Service Plan (LFSP).

]prand funding of the Autlsm MedICdld
Waiver fo fully serve the ourrent waiting
hst and transfer the Tutyre fundmg of this
gram to the consensus estitnating process,

_"where dnt:mpated ‘need will be the basis for
fundmg and a Wa1tmg list is not an optlon

Pass. leglslatlon whu,h Jequ:res that health
insurance pohmes cover the d1agn031s and
appmprlaie Ireatment of individuals. with
autlsrn :

s in the ﬁeid o-fl autlsm who

agree to sr.:rve m unde,rserved areds. of the
state, "

Pass legislation to fui]y fund t'hc"Mcntal

Retardation/ Developmen’cal DlSdblhtIES

: g Iist and create adequate rates

FQ 3 must have jts term e‘ctended for an
additional year, The’ necessary, legtslatxve
authorization to accomplish this should be
made retroactive to January 2009. (Please
see the “Task Force Activities” section,
page 4, for the complete rationale for this
extcnsxon)

In addition, the Department of Education

into their administrative guidelines.

Kansas Legislative Research Department
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Aid funds for school districts who serve high-cost
students, such as those with autism.

It is incumbent on the three state agencies

primarily responsible for services to individuals®

with autism (KDHE, Department of Education,
and SRS) to collaboratively maintain a: dynamic
mapping website of the availability of services
and supports across the state with current
contact information. This site should be
readily available and usable by parents seeking
information and service. '

Attachment: Executive summary of the

“Best Practices in Autism Intervention for

Kansas” handbool,

Kansas Legislative Research Department

2008 Kansas Autism Task Force
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Testimony in Support of Senate Bill 83
Senate Public Health & Welfare Committee

February 10, 2009
Michael L. Wasmer, DVM

Thank you Senator Barnett and members of the committee for the opportunity to
speak today in support of Senate Bill 83.

| am an appointed member of the Kansas Autism Task Force, Founder of the
Kansas Coalition for Autism Legislation and proud father to Kate and Sam. Kate
was diagnosed with autism when she was 2 years old. Since 1999 when Kate
was born, the number of children with autism in Kansas as reported under Part B
of IDEA has increased by over 230%. The most recent report from the Centers
for Disease Control cites the prevalence of autism spectrum disorders as 1 per
150 children. A definitive cause for the rising prevalence of autism remains
elusive.

There is no proven “cure” for autism. However as our next conferee will discuss
in more detail, a large body of scientific research supports the effectiveness of
early, intensive intervention in reducing the effects of this disorder. The cost of
appropriate treatment varies with the level of severity of the affected child and
can exceed $50,000 per year. However, approximately 50% of the individuals
who receive this level of intervention will not require special education services,
and 80% show measurable reduction in symptoms. The cost of supporting an
individual with autism who does not receive such intervention through age 55 is
estimated to be as high has $4.4 million.

Kate had been a typically developing, bright, verbal, and engaging child until
shortly after her first birthday when her development started to regress. At the
time she was diagnosed she had lost the ability to speak and was non-
responsive to social interaction. Our health insurance denied coverage for her
treatment. My wife and | drained our savings but were able to provide Kate with
25 hours/week of a home-based intensive behavior therapy program for 3 years.
However, she now is among the 50% of children who, provided with appropriate
early intervention, have mainstreamed in public school and does not receive
special education services.

Kate is currently in 4th grade in a general education classroom without an aide.

She has "straight A's" on her report card and achieved a score of "exemplary" in
both the Math and Reading Kansas State Assessment Tests this year. She still
struggles with the social deficits that come with the diagnosis of autism, but she

has a small group of good friends and plans to be a writer and an actress when

she grows up.

Public Health and Welfare
Date: 02/10/09
Attachment: 2



Dr. Craig asked me to speak to the value of early, intensive evidence-based
intervention for autism. The value to my wife and | is that it gave us back our
daughter and the promise of a happy, productive life for Kate. The value to our
public school is that the cost of educating Kate is 2-3 times less than it would
have been if she had not received appropriate treatment. The value to the State
of Kansas is that it has saved an estimated $4.4 million that it would have
otherwise spent on Kate in adult disability services and lost productivity over the
course of her lifetime.

Dr. Craig’s summary of the work of the Task Force demonstrates the complexity
of the issues faced by the autism community and the crisis that autism presents
the State of Kansas. Clearly this cannot be solved by a single entity or state
agency. Families, private health insurance carriers, government funded
programs, and public schools must each be fully participating partners in the
solution. This “4-legged stool” approach to the solution is reflected in the Task
Force’s recommendations to the legislature. If any one leg of the stool is not
strong enough, the stool will topple over.

Unfortunately, the current economic crisis is jeopardizing the already
underfunded tiny-K, Autism Waiver and Developmental Disability Waiver
programs. Additionally, public school funding is being cut. Most families simply
cannot afford to pay the expense of medically necessary treatment for their child
with autism out of pocket. That is why enactment of Kate's Law (Senate Bill 12)
is so critical. Senate Bill 12 addresses the fourth leg of the stool analogy -
private health insurance.

The Autism Task Force found that inequities in health insurance coverage create
one of the most significant barriers to appropriate early intervention for children
with autism spectrum disorders in Kansas. This conclusion led to draft legislation
that was endorsed by the Legislative Educational Planning Committee and
introduced this session as Senate Bill 12. Enactment of Senate Bill 12 would
require that private health insurance companies cover the diagnostic evaluation
and treatment for autism spectrum disorders for fully funded policyholders in
Kansas.

Easter Seals, in cooperation with the Autism Society of America, recently
completed a nationwide survey of 1,652 parents of children with autism about
several topics including finances and health care. In this survey, only 18% of
parents of children with autism reporied that they have health insurance that
adequately covers their child’s needs.

The Center for Child Health and Development at the University of Kansas (KU)
Medical Center reports a 34% rate of denial of coverage from private health

A2



insurance for children referred for a comprehensive team assessment after
receiving a positive screening test for autism. The rate of denial reported by the
KU Department Pediatrics, which sees largely typically developing children is
15%.

Very few private health insurance plans in Kansas cover Applied Behavior
Analysis (ABA). ABA is often denied on the basis if it being “investigational” or
“‘experimental”, notwithstanding the scientific evidence of its efficacy and its
endorsement by the nation’s leading health authorities including the American
Academy of Pediatrics and the Surgeon General of the United States. Tri-Care
is the Department of Defense health insurance plan for military dependants.
Federal Law prohibits Tri-Care from covering “unproven care or special
education.” Applied Behavior Analysis is covered under Tri-Care Extended Care
Health Option (ECHO).

Many private health insurance companies designate autism as a diagnostic
exclusion, meaning that any services rendered explicitly for the treatment of
autism such as speech therapy and occupational therapy are not covered by the
plan, even if those services would be covered if used to treat a different
condition.

No private health insurance provider in Kansas is consistently covering the
diagnosis and appropriate treatment of autism. If there were then individuals
could simply switch carriers to obtain this medically necessary coverage.
However, in this case, the free market has failed and the Kansas legislature must
intervene.

Our analysis demonstrates the estimated increase in health insurance premiums
as a result of services required by Senate Bill 12 to be 0.44%. This equates to
$48 per year per family premium. This estimate is consistent with that of the nine
other states that have already enacted legislation similar to SB 12. Of these,
Indiana’s autism mandate has been in effect the longest - over 8 years. It has no
age limits or financial caps on coverage, and applies to both large and small
businesses. To date, there has been no data presented by any government
body or insurer to show that it has had negative effects upon health insurance
premiums, the number of uninsured in the State, the viability of small businesses
or the ability of the state to attract large and small businesses to the State.

The original fiscal note submitted by Kansas Budget Office for SB 12 estimates
the cost of providing coverage for autism to the State Employees Health Plan
(SEHP) to be $4.7 million. However, we are currently reviewing with the Kansas
Health Policy Authority (KHPA) some of the assumptions that were made when
calculating this estimate and expect that a more accurate figure may be as much
as 66% lower.



Even using what we expect is an inflated estimate of the cost to the SEHP in the
following calculation, the cost savings that result from appropriate intensive early
intervention are dramatic:

» The KHPA has estimated that there are 173 children with autism spectrum disorder
in the SEHP

» Research demonstrates that approximately 50% of these children will mainstream
in regular education classrooms without an aid if provided appropriate early intensive
intervention.

» The future success of each of these 86 children saves the State of Kansas an
estimated $4.4 million in lifelong adult disability services and lost wages, for a total
cost savings of over $378 million dollars.

Although it is important to ask whether the State of Kansas can afford $4.7
million dollars today, a more critical question is whether it can afford spending
$378 million tomorrow.

For our children, for our families, for our school, and for the State of Kansas |
pray that the Kansas Legislature sees the wisdom of enacting Senate Bill 12. In
addition to the reasons cited by Dr. Craig for extending the term of the Autism
Task Force, if Senate Bill 12 passes the combined knowledge and expertise of its
members would be necessary to assist in the implementation phase of the
process.

From a parent’s perspective, one of the most important roles that the Task Force
has served is increased awareness of the crisis of autism among our elected
officials. There has been more discussion of autism in Topeka in last 2 years
than ever before. The Autism Task Force has given voice to the parents of newly
diagnosed children who are living this nightmare 24 hours a day and cannot be
here to advocate in person. However increased awareness without concrete
legislative action is not going to help our children. Please support Senate Bill 12
and Senate Bill 83.

Respectfully submitted,

Michael Wasmer

14617 S. Garnett St
Olathe, KS 66062
913-626-0668
wasmer_ms@comcast.net



Testimony in Support of an Extension to the Kansas Autism Task Force
Senate Public Health and Welfare Committee

February 10, 2009

Good afternoon. My name is Louise Heinz. 1 am a parent appointee to the Kansas
Autism Task Force. I am Vice-President of the Lawrence Autism Society, a parent
support group. And, most importantly, I am a parent of 3 children, one of whom, my 5
year old daughter, has autism.

I would like to thank Senator Barnett and members of the committee for the opportunity
to testify today in support of an extension to the Kansas Autism Task Force.

The formation of the Autism Task Force allowed those who shared a common concern
about the plight of the growing numbers of individuals with autism in Kansas to come
together. Parents, legislators, professionals and agencies met on a regular basis to gather
information, discuss options and ultimately produce recommendations for the Kansas
legislature. I believe that the Autism Task Force accomplished a great deal in the time it
was given, however, I also believe that we still have work to do.

Firstly, I would like to share some facts and figures with you:

e  “Autism is the fastest growing serious developmental disability in the U.S. ...” —
Centers for Disease Control;

e “Autism is a national health crisis, growing at an alarming 10-17% per year.” —
Autism Research Institute;

e Asof Dec 2007, the Kansas Department of Education reported that 1998 students
with autism (ages 3-21) were enrolled in its school districts;

e As of September 2008, my own school district, USD 497 (Lawrence) reported
that 169 students have a diagnosis of autism, that is 1:64;

o According to Kansas Department of Education figures, from 2001 — 2007, there
was a 236% increase in the number of children with autism.

Since there is no known cause of autism, no preventative measures can be taken.
Therefore it is fair to assume that the state of Kansas can expect the number of children
diagnosed with autism to keep rising and, if the previous trends of this decade continue,
at an average rate of 16% a year.

We do not know what causes autism, we cannot prevent it and we cannot cure it.
However we can treat it. And we can treat it very successfully as long as the appropriate
interventions are supplied to the children with autism at the appropriate time. This is why
the work of the Best Practices Subcommittee is so important. We all (parents, educators,
pediatricians, providers and legislators) need to know how to effectively treat autism in
order to curtail this crisis.
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Best Practices Subcommittee — Work to Date

The charge for the Best Practices Subcommittee was What are the "Best Practices" for
early evidence-based intervention for children with autism? In other words, what does the
science tell us are the most effective interventions? Or, put another way, which treatments
are going to give us the greatest return on our investment?

The Best Practices Subcommittee was subsequently assembled and included Autism Task
Force appointees and guest-members. The team represented individuals from behavioral
science, speech and language, special education, psychiatry, the Kansas Department of
Education (representing school districts), the Kansas Department of Health and
Environment (representing tiry-k) and included a parent representative. Thus the work,
recommendations and final report of the Best Practices Subcommittee was a cross-
disciplinary team effort. The subcommittee convener, Dr Linda Heitzman-Powell went
to great lengths to ensure that the team and therefore the team’s recommendations were
representative of all invested parties in Kansas.

A document entitled “Best Practices in Autism Intervention for Kansas™ was produced.
A copy of the Executive Summary is attached to this testimony. Essentially, the
document’s purpose is to remove any guesswork when it comes to identifying those
interventions that best serve children with autism in the state of Kansas. In order to
produce the document the Best Practices Subcommittee agreed to review the following:
other state documents; other completed comprehensive reviews; discipline-specific
comprehensive reviews that were submitted to the subcommittee; and all key reports and
scientific documents that have been generated in the last 5 years.

Once the research was complete, the subcommittee then produced its Best Practice
recommendations. To clarify, “Best Practice” is a protocol or procedure that has been
empirically validated and becomes the minimum or appropriate standard. The Best
Practices Subcommittee found that its recommendations were similar to those set forth
in other states reports (California Department of Education and Developmental
Services, 1997; New Jersey Department of Education, 2004) as well as those identified
by the National Research Council.

Best Practice recommendations include the use of:

1. intensive early intervention services based on the science of human behavior such as
that found in an Applied Behavior Analysis, at least 25 hours per week, 12 months per
year, in systematically planned, developmentally appropriate community, home, and
educational-based interventions designed to address identified objectives.

2. Instructional programs and curriculum to address all areas of delay and specifically
address core deficits of autism (e.g., social, communication, and repetitive/stereotypic
behaviors) with ongoing measurement and documentation of the individual child’s
progress toward identified objectives, while addressing problem or interfering
behaviors for reduction and/or replacement using empirically supported strategies to
teach socially valid replacement behaviors.
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3. Involvement with typically developing peers.

4. Staff members delivering the intervention must have received specialized
training in ASD that includes an experiential component.

5. Inclusion of a family component, including parent training, to ensure family
participation in development of goals, priorities and treatment plans and to
provide on-going parent support, training and consultation.

(Executive Summary, Best Practices for Autism Treatment in Kansas, 2008).

Best Practices Subcommittee - What Next?

Given another year, the Best Practices Subcommittee would be able to accomplish the
following:

o Incorporate the outcomes from the long awaited National Standards Project. This
is a national effort to complete a thorough, first-hand review of the scientific
literature regarding effective intervention for individuals with autism throughout
the life-span. This would greatly enhance our research base for the “Best
Practices in Autism Intervention for Kansas” document and would allow us to
evaluate the science behind interventions for adults with autism.

o Incorporate the emerging literature on ways to effectively train individuals to
work with those affected by autism and on ways to effectively teach families how
to work with their family members affected by autism.

e Produce a Parent Handbook and Resource Guide, a document desperately needed
by Kansans affected by autism and their families. This would help them navigate
from first suspicion, through diagnosis, to accessing evidence-based intervention,
and to access service-delivery systems (for example, currently funded agencies
that provide support, such as the CDDOs).

It is our hope that this committee will consider extending the life of the Legislative Task
Force on Autism so that we might complete our information gathering endeavors and be
able to provide succinct recommendations to the Legislators, particularly in these tough
economic times, on the most effective way to treat autism.
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Best Practices for Autism Treatment in Kansas
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Family Service and Training Coordinator
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Senior Administrator
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EXECUTIVE SUMMARY
Best Practices Subcommittee

The purpose of this report is to (1) synthesize the evidence regarding effective evidence-
based interventions that guide best practices for the treatment of individuals affected by
ASD:; and (2) based on the findings, make recommendations on best practices for
children with autism.

This report was generated from the ideology that our process and recommendations are
based on the most current science.

Synthesis of Evidence-based Practices

The Best Practices subcommittee agreed to review: 1) other state documents; 2) other
comprehensive reviews that have been completed; 3) discipline-specific comprehensive
reviews that were submitted to the subcommittee by members of the committee or guest
members, and 5) key reports or scientific documents that have been generated in the last
5 years. The subcommittee agreed with Horner and colleagues’ (2005) definition of
evidence-based practice:

“[evidence-based] Practice refers to a curriculum, behavior intervention,
systems change, or education approach designed for use by families,
educators, or students with the express expectation that implementation will
result in measurable educational, social, behavioral, or physical benefit (pg.
175).”

The Best Practices subcommittee also defined criteria for strong, moderate, emerging,
minimal and no evidence of interventions, and these criteria were used to make
recommendations. These criteria were developed based on published criteria for
reviewing evidenced based practices by prominent researchers and national scientific
reviews including the National Standards Project (National Autism Center —
hitp://www.nationalautismcenter.org/), the National Research Council, the American
Speech-Language-Hearing Association’s National Center for Evidence-Based Practice,
and the Council for Exceptional Children. The agreed upon criteria were:

e Strongest evidence: more than six studies with more than 20 participants, with
beneficial effects and no conflicting results or harmful effects, using Randomized
Control Trials or single subject designs, and conducted by 3 researchers in 3
geographic regions.

e Moderate evidence: more than nine studies and the same criteria as used for
‘strongest evidence, however one study showing conflicting results.

e Emerging evidence: four to five studies with more than 10 participants, the same
benefits and scientific design as for strongest evidence but no criteria for the
number or location of research.

e Minimal evidence: one to two studies, with four participants and the same
benefits and scientific design as for strongest evidence but no criteria for the
number or location of research.

e No evidence: no methodological criterion and no experimental control
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Once these sources were identified, the recommendations cited as evidence-based were
then synthesized. Interventions and program recommendations that adhered to the
committee’s criteria for “evidence” were then included in this report. Due to time and
resources constraints, the Best Practices subcommittee procedures DID NOT include: 1)
a comprehensive, first hand search and review of the scientific literature; 2) a review of
all disciplines that could provide services for individuals with an ASD; and 3) a review of
alternative medicines or techniques.

Findings and Recommendations to the Autism Task Force

Recommendations in this report are made with the understanding that each individual on
the spectrum is unique. Given early diagnosis and intervention, outcomes will vary for
individuals with an Autism Spectrum Disorder (ASD) just as outcomes for any child will
vary based on individual characteristics. Individualized programs are recommended
based on child needs and best available evidence of effective practices.

Recommendations are based on common elements of reported “best practices” and
evidenced based programs: data collection and data-based decision making, structured
and well-defined teaching procedures, use of procedures to increase desirable behaviors,
function-based treatment of problem behaviors, and use of developmentally appropriate
and well-rounded curriculum including peers when appropriate. Examples of evidence-
based practices included: Applied Behavioral Analysis and Discrete Trial Teaching (e.g.,
University of California at Los Angeles, and replication sites); and 2 other intervention
programs cited in a meta-analysis conducted by Simpson and colleagues (2005) Pivotal
Response Training (PRT; University of California at Santa Barbara), and Learning
Experiences: An Alternative for Preschoolers and Parents (LEAP). Examples of
emerging or probably evidence-based (needing more research) included: Treatment and
Education of Autistic and Communication Handicapped Children (TEACCH; University
of North Carolina); and individual interventions such as assistive technology,
augmentative alternative communication (AAC), incidental and naturalistic teaching,
joint action routines, peer mediation intervention strategy, social stories intervention
strategy, developmental play/assessment teaching, Picture Exchange Communication
System (PECS), and video modeling.

Recommendations are also inclusive of general characteristics of quality programs based
on syntheses provided of Model Early Childhood Programs for Children with ASD (see
Boulware, et al. 2006; Dawson & Osterling, 1997; the National Research Council, 2001).
Programs considered high quality by the reviewers (i.e., using evidenced-based practices,
favorable reviews by multiple professional organizations) found a range of 15-40 hours
per week of service, with average of 25 hours week. They found that the characteristics
necessary for an effective program are: use of a comprehensive curriculum sensitive to
developmental sequence, use of supportive, empirically validated teaching strategies,
involvement of parents, gradual transition to more naturalistic environments, highly
trained staff, and a systematic supervisory and review mechanism.
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Finally, a large project sponsored by the National Autism Center, recently completed the
National Standards Project, as an effort to use scientific merit to identify evidence-based
guidelines for treatments of individuals with ASD younger than 22 years of age. The
focus of the project was limited to “interventions that can reasonably be implemented
with integrity in most school or behavioral treatment programs. A review of the
biomedical literature for ASD will be left to another body of qualified individuals.”
(Wilczynski, et al., 2008, p. 39). A panel of multidisciplinary autism researchers applied
a rigorous scoring system to evaluate the quality and usefulness of interventions for
individuals with ASD described in nearly 1,000 studies. Results of the project are
expected before the end of 2008 (http://www. nationalautismeenter.org). A recent
publication by those involved in the National Standards Project includes
recommendations of the best practices listed above (e.g., discrete trial training). The
report also recommends four key behavior support interventions including: antecedent
(preventive) intervention, positive reinforcement to decrease challenging behavior,
behavior-contingent (restrictive) intervention as a function-based approach, and family
support.

The following recommendations are the results of the Best Practices subcommittee work
for the Legislative Task Force on Autism.

Best Practice Recommendations based on a Synthesis of Sources

1. Use of a model based on the science of human behavior such as that found in an

Applied Behavior Analysis model of intervention. Applied Behavior Analysis has

been referenced throughout the literature as having the most scientific evidence to

support the use of techniques found in intensive behavioral programs.

Entry into intervention as soon as an ASD diagnosis is seriously considered rather

than deferring until a definitive diagnosis is made.

3. Intensive early intervention is recommended. Intensive intervention has been defined
throughout the review as active engagement of the child at least 25 hours per week,
12 months per year, in systematically planned, developmentally appropriate
community, home, and educational-based interventions designed to address identified
objectives.

4. Instructional programs and curriculum address all areas of delay and specifically
address core deficits of ASD (e.g., social, communication, and repetitive/stereotypic
behaviors).

5. Ongoing measurement and documentation of the individual child’s progress toward
identified objectives are recommended.

6. Promotion of opportunities for interaction with typically developing peers.

7. Problem or interfering behaviors are targets for reduction and/or replacement by
using empirically supported strategies to teach socially valid replacement behaviors.

8. The staff members delivering the intervention have received specialized training in
ASD that includes an experiential component.

9. Inclusion of a family component (including parent training as indicated); must
involve family participation in development of goals, priorities and treatment plans
and provide on-going parent support, training and consultation.

s8]
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This report offers a synthesis of evidence-based practices and program characteristics for
young children with ASD. Examples of quality programs are referenced, and
characteristics described. Single intervention strategies with evidence supporting their
effectiveness are also described. Recommendations to the Autism Task Force are
provided as guidelines for practitioners to improve outcomes for children with ASD, and
support for their families across the state of Kansas. Guidelines are based on current
research and our review process of the research as described (review of state documents,
reports from professional organizations, literature syntheses, and meta-analyses reports).
A final recommendation is to provide periodic updates and supplements to the report as
new research and treatment are developed.
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