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Tope&kaandITV

Dr. LindaMitchdl, Char, called the meeting to order with awelcome and introdudion of
all present in Topeka, and all remote sites.

ADOPTION/APPROVAL OF MINUTES
Tom Laing moved to adoptthe minutes of the SICC Meeting of Januay 11,2008,as
written. Bobbi Mariani secondal the motion. Motion passed unanimoudy.

PUBLIC FORUM

Carolyn Weinhold of SRS, remindead everyoneof the upcoming Kansas Fatherhood
Summit beginningin Kansas City, KSon April 2-3, 2008 at the Jack Reardon Center.
Thecog is$2500for parents and $7500for practitiones. Registration brochures will
beoutin 10 daysto signup. There will beseveral sessionsfor fathers with special needs
and/or children with specia needs

SRS PRESENTATION ON INFANT MENTAL HEALTH

Tiffany Smith-Birk of Kansas SRSOEarly Childhood Mental Health gave a presentation
on Infant Mental Health. Thisyear, the Therapeutic Pre-School and School Violence
Prevention Programs were notrecommended and were cut out of Y ear 2009Budg.
Other fundscut were $7 millionto the Community Mental Health Centers.

An early childhoodmental health endasement system was purchased from Michigan.
Tiffany passed out handous of this system for all to review. Thisidentified the mental
health services needed in early childhood and how mental health services could be
improved.

INFANT MENTAL HEALTH GOALS:

God No. 1: Qha every community has access to well-qudified early childhood
conaultants working with youngchildren, families, and providers, with listed strategiesQ
God No. 2: Gtructured coordinated communication systems that bring people and
resources together througha head agency overseeing theworkO

God No. 3: high qudity services ddivered in multi-tiered pyramid approach induding
promotion, prevention, and treatmentQO

God No. 4: Qha youngchildren and families have access to services in ther naural
environmentsQ

Some of the members and guests present provided information abouthow important
infant-mental health services arein Kansas. Many encouraged Tiffany to continueher
important work in trying to secure thefundsneeded to carry outthe work.




The SICC members encouraged Tiffany to keep the Coundl informed of the progressin
continuing to gain funding and suppot for infant-mental health, and 13 mental hedlth
conailtants, and others, nowin Kansss.

Dave Lindaman madeamotion tha SICC form an Ad-Hoc Committee of volunteersto
come back with recommendaionsto hdp suppot Infant Mental Health. Motionwas
secondad by TomLaing. Vote was unanimouswith no dissenters. Volunteers: Tiffany
Smith-Birk, Tom Laing, LetitiaHolub-Taylor, and oneperson each, from KSDE and
KDHE will bechosn.

AUTISM TASK FORCE PRESENTATION

Bill Craig, Chair, spokefor the Autism Task Force (ATF) which began meeting last
Augug 2007. They are a short-term groupwhos life endsin November 2008when they
will make afind report to thelegidature. The existence of this groupis dueto the
frudration of parents with kidswith autism in dealing with the system not responding to
thar needs Bill spokeas a parent and as a part of the system and unde'stood both ends
of frugration. Thetiny-K is part of this system and part of thisfrudration and Bill has
opeaated atiny-K program andis very proudof it. Two thingsautism parents are aware
of:

1. Thereisan epidemic of autism in this country.
2. Theeisagrowing bodyof evidence-based research tha Early
Intengve Intervention can make a difference to some kids

Bill conceded tha it could be disputed how many kids have autism and on thedifferent
varieties of autism, but early intengve intervention seems to make real differencesin
some children.

In respon® to questionsaboutthe ATF from the SICC, Bill reiterated tha hewanted to
form adialog with ourgroup. Thereport focuses on deficits. Not excluding the broader
postive approach, Bill® group bdieves tha in theearly phase these deficits, (attention,
communication skills, and sodalization) are important.

Anothe question Bill had fromthe SICC questionead the pumpose of areferral to tiny-K or
theschools. The ATF bdieves tha the autism waiver (when fully funded) will bethe
vehicle to activate this vision of intendve evidence-based intervention uponearly
diagnoss. Itishopal tha tiny-K networks (and all its systems) will embrace the
oppotunity thewaiver presented in a creative and collaborative way. The ATF will not
tell the SICC howto dothis, butinvited the Coundl to review thewaiver system. The
assumptionistha tiny-K andthe schools are not prepared to provide appropriate services
with current resources.

Anothe comment received from the Coundl was that there are many other systems of
services tha would bendfit from awareness training. The ATF completely agreed tha



training of pediatricians family practice physcians and other primary care providers, is
to be pursued.

Anothe concern broughtup by the SICC, is of a possible conflict with requirements or
expectationswith the Individuals with DisakilitiesEducation Act, known asIDEA. This
concernis underdood, but so far, the Autism Task Force doesnot see any conflict. Referrals to
PartB and Part C aresupported The Beg PracticesSubcommitteeis going to producea
handbook desgnedfor eay use by parerts providing detailedinformation for referralto Part B
and C networks. Future website linkagesfor thisinformaton, isin the plaming.

A quedtion that goesto the core of mary peopleOsoncerrs is the 25-hour a weekminimum ard
thereis not unanmous agreenent on this. The Beg Practcesgroup doesstate that 25 hours a
week of evidence-basedintervertion for aminimum of 3 yearsisthe gold standard and was
acceped by SRS in the guidelinesof the autism waiver and beenalso acceged by CMSin the
aporoval of that waiver. Some parerts will not wart thislevel of intervertion and it is not
required We are aking thatit be availalde.

The Autism Task ForceQntersity of serviceis based on numeraus literatre reviews, (including
those supported by the National ResearchCouncil,) in educating childrenwith auism. One of the
concerrs this expectation creatsis that auistic children arenot the same and camot be treaked
with a Ocokie-cutterGapproach. This wasnot the intention asevery single child would be
treaedwith anindividualizedprogram incorporating a number of differert pracices It should be
notedthat neverisit specifiedto use any particular approachand many approacheswill evolve
dramatcally asresarch develops.

The ATF isanadvocacyorgarization that believesthat only a collaborative effort with other
acerciessuch asSICC will producethe beg possible outcome. The first success story hasbeen
demamstrated with the autism waiver program that the group endeavors to expand funding for
waivers for 100 total childrenstarting in July 2008. The GovernorOs$udgetdid not include this
recanmerdation but asthe legslative session proceed funding will be sought for 100 children
The reaon more funding wasnot askedfor wasthat thereis presertly no capacty to backit up.
Kansashasbefore the legslature, Serate Bill #398, which would mandate for insurance policies
to coverautism services It ishopedthe SICC will support the ATF in these specffic acivities
and for Serate Bill #406 for tuition assistance for professional expertise levelsin the autism field.

Bill statedthatthe Beg Practicessubcommitteewill publish their findings and enlisted SICCOs
assistance on the use of terms, research conclusions, and findings.

Eva Horn and Deb Voth both volunteeredto assist Bill in gathering information.

Bill mentioned Senate Bill #406@assistance for tuition incentives for those in sodal
service which is broadly defined to indudework with individuds with autism, andis to
cove even agraduae degree.



Char and Staff Reports

LindaMitchdl announed meetingsthroughthe State of Kansas on the process for being
approved for theautism waiver. Also to bediscussed isthecriteriato be named
GpeciaistQ and how to obtain these credentials.

Fundng Committee

Doug Bowman talked aboutthe Governor@ propasal for creating a new block grant for
early childhood. Later, the Funding Committee convened by phonecall and agreed to
defer to the next meeting for a suggested |CC postion onanew block grant for early
childhoodin awritten letter form.

Tom Laing noted that children with disabilities don®fall within Git riskOkids the
confuson of thisterm. The committee discussed how future block grants are set upona
compétitive nature and how this could affect various communitiesQcapabilities to get
blodk grants. Tom stated his gratefulness for the Governor putting money into the system
butwith concernsaboutend results. TheCoundl still actively advocates for additiond
fundsfor tiny-K butthe state level block grant system is not an appropriate funding
stream for mandaed services.

Carolyn Nelsonwas concerned tha the blodk grant would become the meansto distribute
future fundsin early childhood.

Budged Hearingsfor KDHE

Doug Bowman sent emailed notices outto members of the Coundl and the 36 Networks,
aboutthe Budgé hearingsfor the Department Health and Environment. They started the
following Monday, Tuesday, and Wednesday at 3:30 PM. Doug3 testimony was over the
naure of the valuable services of thetiny-K program and explained our request for the
$2.1 millionfundngincease. At least oneparent aso testified.

Deb Voth asked tha Doug Bowman make a very strong message. Parents could make
emails and cals; they did nothave to betherein person (which was the best plan).

Doug Bowman then broughtup othe hearingsthefollowing week in Senae Education
on Senae Bill #408proposng a moveto the Depatment of Education for Part C.

Tom Laing recommendeal tha the SICC send a strong message focusng on the funding
by indicating tha the mog important issue coming up in this sessionis funding.

Maria Martinez asked abouttheimpetusfor this bill and howthey madetha
determinaion. Dougexplained tha federal law was quite clear tha it is the Governor®
decisionin designding thelead agency. Kansas decided to take this a step further and
putinto our state statute tha the lead agency isKDHE. So, when the2010Commission
and the L egidative Education Planning Committee (L EPC) made recommendaionslast
fall, they introduced a resolution (has not had a hearing yet,) urging the Governorto
changethelead agency. At tha time, they aso introduced a bill to changetha statutory
languaye



Tom Laing stated that this bill has come up for hearingsnow; thiswasto bea clean up
bill in case the Governor acts to clean up the statutory languaye

LindaMitchdl stated tha the networks should benotified of this hearing coming up and
they should write and call expressing thar points of view.

DougBowman is still working onthe doaument/draft of the SICC Annud Report.
LindaMitchdl suggested tha atemplate be puttogether and given to the Executive
Committee. Deb Voth suggested theimportance of putting in the document the child
popuktion numbers who were touched by services (birth to 5) Band wha SICC does.

Committee Reports

Maria Martinez and the Partnerships Committee are working on strengthening
communication and leadership and are to send an email out concerning the upcoming
meeting.

Nancy Krause represented the Advocacy Committee and relayed discussions covering
block grants funding. March 12", 2008,is our Tiny-K Day.

Agency Reports

Tom Laing reported on the School Readiness Codition meeting aboutthe Governor@
block grant. He questioned that a program required to serve children should still have to
compete for funding. Operating dollars should notbein the competition where children
are mandéaed to be served.

Dave Lindaman also asked tha SICC send and approvetheletter being directed to the
Children® Cabinet on wha Block Grants look like, with the assurance in this | etter,
stating @hildren with disabilities beinduded® He also talked aboutMedicaid and the
CMSissuebhabilitative and rehabilitation. Thecoundl isto send an email to Local 36
Networks for CMS Rules; there is a six monthsmoratorium, and thisinformationis with
Carolyn Nelson. He also interpreted this action - meaning tha they do not want to pay
andthere is only six monthsto figure this outand advocate for our funds

Sharon Hixon stated that she had a copy of the Medicaid letter to the Kansas Health
Policy Agency (KHPA), and wished Mr. Brune had heard aboutthedefense for case
manage @ services with Medicaid; it is only allowable to bill for onecase manager.

Carolyn Nelson remarked tha CM S had been approved for Part C, so unlesswhat is
proposd changes, the special indructionis goingto beddeted. KHPA needshdp
writing and advocating what is right and wha iswrong.

Tom Laing suggested tha perhaps SICC needsto continueraising our voices tha case
management is collapang. Theattitudethat everyonejug hasto live with it meansthat
kidsarereally getting hamed by these cuts.



Carolyn Nelson of KDHE talked abouttheinitiative to increase screening for 29
metabolic conditions Shealso passed out a brochure on a Kansas Nutrition Coundl
Conference coming up on April 17,2008,to beat the Geary County Convention Center,
Jundion City, Kansas.

Colleen Riley broughtinformation onthe APR she has worked on and told the SICC tha
the Eighth Annud Performance Report to OSEP isduetoday. Dave Lindanan stated tha
pat of our previousdiscussionswere reviewing the SICC Budge. Dougputtogeher a
small committee to look at the SICC Budgd.

Insurance and KHPA Report
None

LindaMitchdl announed tha the next ICC Meeting will beat the KDEC Conference on
March 7, 2008 at the Wichita Airport Hilton. At this SICC Monthly Meeting, we can do
telephoneremote callsonly. There will be no Interactive Televison (ITV).

Meeting Adjoumed




TESTIMONY PRESENTED TO
THE KANSAS COORDINATING COUNCIL ON EARLY CHILDHOOD
DEVELOPMENTAL SERVICES
BY THE KANSASAUTISM TASK FORCE
BILL CRAIG, CHAIR
FEBRUARY 1, 2008

Opening Statement: Thank you for offering the Autism Task Force (ATF) the
oppotunity to discuss theddails of its preliminary report to the Legidative Education
Planning Committee. The Autism Task Force isdelighted to hear that the Kansas
Coordinaing Coundl on Early ChildhoodDevelopmental Services (KCC) suppots many
of theitems recommended in the preliminay report and feels tha they are appropriate for
youngchildren with an Autism Spectrum Disorder (ASD).

As expected, the KCC has raised some questionsand has requested clarification of
certain sectionsof the Preliminary Report. Thefollowingisthe Autism Task Force®
respone :

Autism Task Force Response

Comment 1:

KCC: Early childhoodrecommended practices assert that services and suppotts are
individualized and based on the child@ strengths and needs (DEC Recommended
Practices, 2000) Inthevision statement unde Early Identification section (p. 6), the
report suggests that intervention should be deficit focused. Canthetask force provide
theliterature that suppotts a deficit only approacd to intervention?

ATF: Thismay beconfusonwith thewording. Thepreliminary report does state that,
Qearly intervention should focus on the child® deficits and should begin before the child
has a definitive diagnossQ However, thisis notto imply adeficit only approach, butto
state tha it isimportant to work on theskill areas tha are identified as having ddays, and
therefore contribute to the potential diagnogss of autism; i.e. joint attention,
communication skills, sodalization, repditive behavior. The ATF would be able to
provide empirical references for evidence-based services for children with ASD, should
the KCC request.

Comment 2:

KCC: Oneof thereconmendaionsin the Early Identification sectionis that awareness
training for tiny-k programs and school district personné will be madeavailable to
ensuretimely referral. Astheprimary services providersto children with ASDit is
somewhat undear asto the purpose of referral. Are we to assune this referral would be
to the Chighly trained professionalOandfor what purpose?

ATF: The Early Identification: Recommendaionssection page 7, bullet point 2 does state
tha the ATF feelstha Tiny-K and school district personné should be able to access
awareness training for timely referral. Orimely referral Oin this section refers to enauring



tha tiny-k and school district personnel are provided with adequae knowledge(via
training oppotunities etc.) to identify achild sugpected of havingan ASD and therefore
enaure atimely referral for diagnoss. The ATF does recommend that children are
diagnosd by propely qudified personnd.

Asto Qvha purposQ thecorevision of the ATF is afuture where intendve, evidence
based intervention will beavailable to all eigible Kansas children immediately following
diagnoss. The Autism Waiver, when fully funded, will bethe vehicle to actuate this
vision. Our hopeistha the Tiny K nework will embrace the oppotunity the waiver
presents in a creative and collaborative fashion.

Comment 3:
KCC: Istheassunption thattiny-k Networks and LEAs are not prepared to provide
appropriate services to children with ASD?

ATF: It isasimple statement of fact that no existing service system is providing thelevel
of evidence-based early interventionthat is now conddered (Best Practice.OThisis not
an indictment of anyone

Comment 4:

KCC: Additionaly, there are many additional systems of services that could benefit from
awareness training. How does the Task Force propo to address other sodal services
system (e.g. sodal workers, child care providers, Community Developnmental Disability
Organizationg?

ATF. The ATF agreestha there are multiple service providers tha could benefit from
awareness training in screening and identifying ASDs. The ATF does also recommend
training for pediatricians family practice physciansand other primary care providers
(Early Identification: Recommendationssection page 7 first bullet). However, for the
pumposes of the preliminary report, the ATF concentrated on those organizations that are
responsble for Child Find. In addition, other providersin thesodal service and/or
developmental disability system (CDDOs), typically come in contact with a consumer
pog-diagnoss. Because of this, the ATF felt tha theemphasis for early screening
awareness would be mog appropriate to thetiny-k Networks and the LEAs. However,
given the probability of alater diagnoss for those individuds receiving a diagnoss of
Aspergar® Syndrome and/or Pervasive Developmrental Disorder, Not Otherwise
Specified, the ATF takes this suggestion serioudy in regardsto soda workers, child care
providers and other community providers and will takes stepsto enaure that this category
isinduded in our definition of service providers/provision.

Comment 5:

KCC: Howwill the Task Force suppott referralsto service ddivery programs unde
Part C andPart B of IDEA Bthos bengthelnfant/Toddler Networks andthe Local
Eduaation Agendes?

ATF: TheAutism Task Force fully suppots referrals to service deivery programs unde
Part B and Part C of IDEA. Asapat of thefind report, the ATFQ Best Practices
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subcommittee will generate afind doaument with a Parent Handbooksection. It is
anticipaed tha detailed information regarding Part B and C of IDEA will beinduded,
alongwith local andregiond contact information (induding linksto their webstes).

Comment 6:

KCC: Oneof thereconmendaionsin theEarly Identification sectionis thata diagnosic
conalltation occurs within two monthsanda diagnogic assessment occurs within six
months of when a child is sugpected of having a patential diagnoss of ASD. How does
the Task Force intend to recondle this timeline differences with the timelines required
unde thelndividuals with Disabilities Education Act (IDEA) for assessment and
developrrent of an Individud Famly Sevices Plan (IFSP) or Indvidualized Education
(IEP)?

ATF. TheAutism Task Force does notrecognize a conflict between diagnogic timelines
and thos of IFSP and |IEP produdion. The ATF believesthat early identification of an
ASD isacritica component in enauring the best possible outcome for thechild. The
ATF does notanticipae tha early identification of an ASD will conflict with the
produdion of an IFSP or an |EP.

Comment 7:

KCC: Qn thevision statement of the Best Practice section, thevisionis that children
will receive 25 hours a week of systematic evidence-based intervention for a minimum of
three years (p. 7). Manyfactorswill affect this statement induding how critical terms
are ddined. Howwill the Task Force recondle andclarify thelegal requirement of
individualized planning andservices asrequired in IDEA with statements that children
will receive a certain amountor type of service on a certain level of intengty?0

ATF: Thevision statement of the Best Practice section does state that thevisionisfor
children to receive 25 hours aweek of systematic evidence-based intervention for a
minimum of three years (p. 7). The ATF recognizes tha many factors will affect this
statement induding how critical terms are defined, such as evidence-based. Firgt, to
address the definition of this term, the ATF does not imply any specific type of service
(e.g. specific methodobgy) with this statement. We do, however, consder evidence-
based interventionsthose interventionstha have been scientifically evaluaed for the
benefit to those children served in the absence of harm. Given that clarification, the ATF
does notrecognize a conflict between IDEA requirements and evidence-based services.
Conveasdy, IDEA satesthat IFSPs and |EPs should incorporate evidence-based services.
Given tha, the ATF recognizes tha notall parentswill wish ther children to receive
evidence-based services, theintentionis to make those evidence-based interventions
available to those parents who wish to utilize them. Our visionfor theintensty of
service (e.g. recommendead nunber of hours per week) is based on theresults of
numerousreviews, especialy the Nationd Research Coundl, Educating Children with
Autism. Thear condusonsinduded a minimum of 25 hours of systematic suppot. This
still alowsfor individudization, it jug clearly ddineates this as a minimum standad tha
has been doaumented as produdng the best outcomes for children on theautism
spectrum. Additiond literature suppoting this statement is available uponrequest.
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Thevision statement is defining best practices for children with ASDs based on scientific
evidence. TheATF would like to take this opportunity to make it very clear tha we
undestand tha children with ASDs are individuds. Best Practice provides service
providers with a scientifically derived, evidence-based
framework within which to individudly tailor the child@ CHELREC-2Roe
program. Every single child is goingto require detailed and
individudized programming incorparating a number of
different teaching elements within the framework of best
practice BRystematicQ @5 hours aweekQ @vidence-basedO
and Ghree years minimumO

Individualized

Programming

3 yrs minimum
25 hrs aweek

systematic

Comment 8:

KCC: Intherecommendaitonsfor the Best Practices section, the Task Force highlights
the need for education leade ship to maximize funding to local schools (p. 8, 10). In an
ageof interagency collaboration of services what does the Task Force see astherole of
othe state agendes (SRS, KDHE) and programs (Children@ Cabinet) in maximizing
fundsfor servicesto children with ASD.

ATF. TheATF does address the need for education leadership to maximize funding to
local schools, both in the Best Practices section (p. 8) and again, unde the Funding
Issues second (pg.10. The ATF recommendaionshighlightthe need of anincreasein
funding from multiple areas; tiny-k, school districts, HCBS waiver, health insurance,
catastrophic aid and via appropriate legidation. Secondly, the ATF fully bdievestha
only acollaborative effort onthe part of all relevant state agendes and programs will
produc the best possible outcome for an individud with an ASD acrossther lifespan.
Assuch, the ATF would like to take this oppotunity to highlightwhat it consdersits
mog recent collaborative success, and tha is theimplementation of the Autism Waiver
by SRS. TheATF urges all other agendes responsble for ddivering services to children
with ASDs to suppott SRSin its endeavor to access additional funding for this excellent
service.

Comment 9:

KCC: On page9 unde theFunding Issues section, an identified barrier in thereport
references thetiny-k funding formula asbased ontotal served. Thatformula also
includes other factors such asbirth rates. This should be corrected.

ATF:_Anamendment will bemade regarding the funding formula for tiny-k according to
KCCQdirectionsin thefind ATF report. The ATF apologizes for thisinaccuracy inits
preliminary report.
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Comment 10:

KCC: IntheAccountability sectionthe Task Force recommendsenforcing conpliance
with the CBest PracticesOdoaurment (p. 11). Whatrole does the Task Force propos for
itself in the enforcement and howmight thatinterface with other conpliance systems
currently in place for programs serving children with ASD?

ATF:. Thisisapreliminay report andthe Task Force has jug begunlooking at thistopic.
However, in order to address theimplementation of recommendaionsthe ATF did
discuss the possibility of establishing an oversight entity which would be a successor to
the ATF.. Thiswill need to beinvestigaed further.

Comment 11:

KCC: Also if recommendaionsin the Best Practice doaument happen to bein conflict
with other law (IDEA De.g. a specified intervention programfor all children), howwill
the Task Force recondle the doaument with other law andregulations Unde what
authority would enforcement be authorized?

ATF:. Asdtated aboveinrespong to Comment 7,the ATF does notfed tha the
recommendaionsof evidence-based practicesisin conflict with IDEA, nor doesit imply
tha this recommendaion infers any single specific intervention program for all children.
In addition, QUnde what authorityOis addressed in Comment 10.

Comment 12:

KCC: IntheAccountability sectionthe Task Force recommendshaving authority for
proposng modificationsin the service system. Who would these proposls be madeto?
Does the Task Force see this role asworking throughcurrent advisory systems required
unde IDEA (State Interagency Coordinating Coundl and Speial Education Advisory
Committee) or isthe Task Force proposng anohe system?

ATF: The ATF discussed the designaion of accountability within the current advisory
system, aswell as other possibilities for an indgpendent oversight committee. However,
as stated abovein responge to Comment 10, the possible need for establishment and/or
allocation of oversight authority requires further investigation.

Conclusion:

The ATFisrequired to make its find report to thelegidature in November, 2008.
We hopeto spend theremainde of ourtime clarifying thevision stated here and
elaborating on the stepsneeded to achieveit.
Our current advocacy effortsindude
Expanson of the Autism Waiver to serve atotal of 100 children the coming year.
SB 398 which mandaesinsurance policiesto cover Autism.
SB 406 which providestuitionincentivesto individuds seeking graduae
degrees who agree to focus on autism and work in undeserved areas of the state.
We would welcome your suppot of these efforts.
Thank you for this oppotunity.



