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PCOSI TI ON STATEMENT: Presented an overview on early intervention
and autism services, and responded to questions.

KATHY ALLELY
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Anchor age, Al aska

Department of Health and Social Services

PCOSI TI ON STATEMENT: Presented an overview on early intervention
and autism services, and responded to questions.

ACTI ON NARRATI VE

CHAI R PEGGY W LSON call ed the House Health, Education and Socia
Services Standing Conmittee neeting to order at 3:07:08 PM
Representatives WIson, Fairclough, Neuman Seaton, Gardner, and
Roses were present at the call to order. Representative Ci ssna
was excused.

PRESENTATI ON:  EARLY | NTERVENTI ON AND AUTI SM SERVI CES

3:07: 24 PM

CHAI R WLSON announced that the only order of business would be
a presentation on Early Intervention and Autism Servi ces.

3:09: 33 PM
M LLI E RYAN, Executi ve Di rector, Governor’s Counci | on

Disabilities and Special Education, Ofice of the Conm ssioner
Department of Health and Social Services (DHSS), explained that

the Governor's Council on Disabilities and Special Education
(Council) <consists of 28 nenbers who are appointed by the
gover nor. Sixty percent of the Council's nenbers are persons

W th disabilities or famly nmenber s of per sons W th
disabilities; the remaining nenbers are representatives of state
agenci es, service providers, or university representatives. The

Council is not a direct service provider; rather it helps to
pl an, advise, and assist the state in providing services for
those with devel opnent al disabilities and other severe

disabilities. She explained that the Council works with various
st akehol ders and service providers to exam ne issues, such as
autism and develop recomendations for future state services
and al l ocati on of funds.

3:12: 06 PM
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M5. RYAN explained that the Council also reports to the Al aska
Mental Health Trust Authority (AWMHTA) about the status and needs
of people wth developnental disabilities and nmakes budget

recommendat i ons. The three types of budget reconmendations the
Council makes to the AWHTA are recomendations for systens
change, short-term capacity building projects, and general fund
al | ocati ons. | f accept ed by AVHTA, t hese f undi ng

recomendations are forwarded to the governor, who may then
choose whether to include the requested itens in the budget
presented by the governor to the |egislature, she said.

3:14: 27 PM

M5. RYAN turned to the PowerPoint titled, "Early Intervention in
Al aska", which was provided to the conmttee. She informed the
commttee that early intervention provides a "once in a lifetine
w ndow' to help those with disabilities develop in a healthy
way. Early intervention is a less costly, nore successful
approach than later intervention, she opined. She then inforned
the commttee that at birth 1-2 percent of infants have
di scernabl e disabling conditions, such as spina bifida, Down's
syndrone, or cerebral palsy. During the next few years of life,
ot her additional cognitive, enotional, and notor problens becone

evident. By the tinme children enter pre-school or kindergarten

10-12 percent have sone degree of disability. The research
i ndicates that sonme of those children could have been diagnosed
and provided early intervention prior to school. Furt her nore,

for those with |less severe delays, receiving early intervention
may not have resulted in needing special education or not as
much of it.

3:16: 47 PM

M5. RYAN informed the comnmttee that several studies have
illustrated the benefit-cost ratio of early intervention. The
| ongest conducted study is the [Lifetine Effects: The Hi gh/ Scope
Perry Preschool Study through Age 40]. She said that when
conpared to the control group, those who received early
intervention required I|ess special educati on, had |ess
i nvolvenent with the law, tended to earn nore noney [than the
control group], and participated nore in the comunity. She
noted that there have been several other studies that concl uded
at "age 21 or so." The "benefit-cost ratio ranges" from $17- %4,

she rel ated. The Col orado Intervention Program was a study in
which children with disabilities participated in an early
intervention programin which the return was $4.00 to $1.00.
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3:18: 07 PM

REPRESENTATI VE NEUMAN asked whether the term "benefit-cost
rati o" means benefit to society or benefit in economc value to
the communities as conpared to what the state has invested.

M5. RYAN replied that the term enconpasses both societal and
econonm ¢ benefits to the individual. In further response to
Representative Neuman, M. Ryan indicated that the commttee
packet should include information regarding how the benefit
amount was established. She nentioned that the [Lifetine
Ef fects: The High/ Scope Perry Preschool Study through Age 40]
utilized economsts to develop how to collect and analyze the
i nformation.

REPRESENTATI VE NEUVAN expressed the need to have on record the
accountability of the figures used.

3:20:10 PM

CHAIR WLSON stated that l|ast year the commttee heard a
presentation from an econom st who addressed this issue and
expl ai ned how the nunbers are cal cul ated. Last year's speaker
explained that early intervention really nade a difference in
the long run because the study subjects weren't going through
the court system she recall ed.

3:21:17 PM

REPRESENTATI VE SEATON expressed concern with regard to the |ack
of discussion/information regarding any steps being taken to
prevent autism He related his understanding that |ead and one
other thing accounts for at l|east one third of the autism
There has also been recent information, he recalled, regarding
the use of sonograns during pregnancy perhaps contributing to
autism

3:23:13 PM

KATHY FI TZGERALD, Chair, Governor’s Council on Disabilities and
Speci al Education, Departnment of Health and Social Services,
responded that autism is a diagnosis that has been late to be
recogni zed or defined. Furthernore, there is a great deal of
specul ation and controversy within the nedical conmmunity about
what causes autism Autism tends to run in famlies and thus
there is a genetic conponent to autism However, the paraneters
of the genetic conponents are not defined. There is still a
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controversy about what causes autism therefore the steps to
prevent it are not yet clear. This is an issue that is being
studied, she told the conmttee, particularly in view of the
[fact] that 1 in 166 people are being diagnosed with autism
However, there is not even consensus within the autism community
itself as to how to treat autism Therefore, if the Council has
not brought forward anything on prevention, it is because it
really does not have anything to offer in that realm other than
that early intervention tends to |essen the [degree] of the
condi tion. "I don't think there's anything out there that's
telling us now that we can prevent it, other than perhaps
avoi di ng i mruni zations that have mercury in them" she said.

M5. RYAN informed the committee that wth enactnent of "The
Conmbati ng Autism Act of 2006" at the federal |evel, there should
be a ot nore noney for research and devel opnent of data systens
for autism

CHAI R WLSON comented that nmany doctors are limting the use of
ul trasound technol ogy during pregnancy and there are efforts to
remove nercury from vacci nes.

REPRESENTATI VE SEATON rel ated that not all doctors or ultrasound
technicians are necessarily aware of +the research |[|inking
ul trasound use with the increased incidence of autism

M5. RYAN characterized Representative Seaton's suggestion that

the Council provide sone literature on the possible |Iinkage
bet ween excessive ultrasound use during pregnancy and autism as
an excell ent suggestion. She nentioned that the Council works

closely with the Dvision of Public Health in terns of
prevention activities.

3:30: 14 PM

M5. FI TZGERALD enphasized that there is still a great deal to
| earn about autism and rmuch of the information is passed al ong
in an informal way, such as recommending that parents assure
that any vaccines offered their children are indeed free of
nmercury. However, docunented knowl edge as to what causes or
contributes to autismis mnimal at this tine and until there is
nmore known, much about autismis specul ation, she cautioned.

3:32: 37 PM

M5. RYAN turned to the State Early Intervention/lInfant Learning
Program (EI/ILP), which in fiscal year 2006 (FY 06) served 1,800
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children frombirth to age 3, at an average cost of $5,500. O
t hose served, approximately 14 had a diagnosis of autism The
state provides a mx of services that focus on both the child
and the parent. She told the committee that children with a
di agnosed condition that will lead to a significant delay, such
as Down's Syndrone, severe cerebral palsy, spina bifida, or a
devel opnental delay of 50 percent or greater in one area of
devel opment nust be served by the EI/ILP under the state and
federal guidelines. In contrast, children with a 15-49 percent
delay may receive EI/ILP services as funds allow. Alaska has a
very restrictive eligibility criteria in conparison to other
states, sone of which set their eligibility criteria at around
25 percent, while Alaska's is set at around 50 percent.
Therefore, many of Alaska's children [in need] aren't being
served. Moreover, research indicates that sone of those
children [not being served] are the ones who would benefit the
nmost from early intervention and be less likely to need specia

educat i on. She highlighted that preschool special education
services nust be provided to children with a 25 percent delay in
two areas of devel opnent. Ms. Ryan, in response to Chair

Wlson, related her belief that this restrictive criteria is
contained in regulation, not statute.

3:35:28 PM

M5. FITZGERALD noted that in special education a 25 percent
devel opnental delay is considered very significant and children
are screened for it. However, that sanme population is excluded
frominfant |earning services, which would nake a difference.

M5. RYAN clarified that if there is sufficient funding, children
with a 25 percent devel opnental delay can be served.

3:36: 14 PM

M5. RYAN related that in 2005-2006 in the Matanuska-Susitna
School District 109 children were determned to be eligible for
preschool special education, but were never enrolled in EI/ILPs.
Al though sone of them may not have been identified, sone of
these children were identified as having delays in the range of

15-49 percent. However, those children didn't receive any
services due to lack of funding. These aforenentioned children
were identified in preschool. Therefore, if children aren't
enrolled for preschool, they my not even be identified or

receive services until they enter kindergarten at age five.

3:36:48 PM
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M5. RYAN, in response to Representative Neuman, explained that
the school district is prepared and has to serve these children
under the eligibility [criteria]. The difficulty is that the
ElI/ILP doesn't have enough funds to serve all potentially
eligible children

M5. FI TZGERALD nentioned that Al aska was one of the first states
to provide infant learning prograns prior to it being a federal

[requirenent]. The state, she recalled, was cautious when it
did so and the thinking was that as the state progressed the
[criteria] would be brought down to the 25 percent. However,

the state hasn't reached that point.
3:38:16 PM

M5. RYAN interjected that a nunber of things are occurring this
year. For instance, the EI/ILP grants were reduced by 6 percent
as sone of the refinancing ideas didn't conme to fruition.
Furthernore, nore children wth autism and Fetal Al coho
Spectrum Di sorder (FASD) are being served, which places pressure

on the existing system Moreover, the federal directive to
increase child find and enrollnent places [states] in a bind
when they can't really serve those children. Federal |aw now

requires that a child nust be referred for early intervention
screening when there is a substantiated case of child abuse or
neglect or the child is affected by illegal substance abuse or
wi t hdr awal synptons from prenatal drug exposure. The
af orenentioned nerely determnes whether the child needs a
mul ti-disciplinary evaluation. The sites of  Anchorage,
Fai r banks, and Juneau have produced findings from 100 referrals
and screenings, as follows: 60 multi-disciplinary evaluations
were done, 17 required service, and 3 were eligible but would
only be served if funds are avail abl e.

3:40: 01 PM
REPRESENTATI VE NEUMAN inquired as to whether the 6 percent
reduction in grants were fromthe federal or state governnent or

a conbi nati on thereof.

M5. RYAN specified that there is a mx of federal and state
funds that is nanaged by the Infant Learning Program and the

Ofice of Children Services (CCS). She answered that the
reduction was to the state grants. She related her
understanding that some financing [possibilities] didn't cone to
fruition. In further response to Representative Neuman, M.
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Ryan said she would provide the conmttee wth information
regardi ng how nuch noney the state puts into this program and
how much it has been reduced/increased over the |ast two years.

3:41:18 PM

M5. RYAN continued her presentation by relating that the Counci
is working with OCS on ways in which to increase funding for
early intervention. In fact, Targeted Case Managenent through
Medicaid was inplemented in August 2006 and progranms are
beginning to bill. Al though Medicaid can be billed, the
concern, she opined, is that still no nore children are being
served if the grants continue to decrease. She then inforned
the commttee that intensive resource mapping is occurring at
the state and federal level with the assistance of a nationa
techni cal assistance expert who knows what other states have
done. The Council is also reviewng how it can partner,
particularly with the child protective side of OCS. She then
related that a presentation is scheduled for the EI/ILP
providers in regard to developing a broad stroke financing plan
both at the state and |ocal |evel. There will also be a cost
study in order to identify the follow ng: costs to deliver
services in urban, rural, and renote |ocations; other sources of
funds being used to deliver early intervention; conpare findings
agai nst other states; and nodel alternative financing systens
and structures.

3:42: 48 PM

CHAIR WLSON asked if the aforenentioned cost study will review
the cost of not having early intervention.

M5. RYAN said that the Council has the opportunity to influence
t hat .

3:43:33 PM
REPRESENTATI VE NEUMAN i nquired as to how prograns such as EI/ILP
will be inpacted by the [proposed] revanping of the health care

syst em

CHAIR WLSON rem nded the conmttee that there have been sone
| arge changes in health care over the last five years that are

just beginning to settle. Therefore, she said that the
commttee would invite the departnment to explain how all these
changes [and the proposed changes] will fit together.

HOUSE HES COWM TTEE - 8- February 8, 2007



REPRESENTATI VE NEUMAN related his interest in hearing from the
department how i ndivi dual divisions are inpacted.

CHAIR WLSON highlighted that the conmittee can recomrend what
it feels is inportant and pen a letter with those to the
departnment. Chair WIson opined that there is so nuch nore that
can be done for intervention and prevention and it would save
nmoney in various areas, including the correctional system the
court system and the schools.

3:46: 26 PM

V. RYAN continued reviewing promsing solutions. She
highlighted that the [Council] 1is reviewwng how to maxim ze
Medi caid funds; how other states have maximzed the use of
private insurance to support early intervention; and how to
deliver services through distance technol ogy. Ms. Ryan then
noved on to the reconmendations, which include the state funding
a $1 mllion increnment for EI/ILP. The aforenentioned isn't
included in the governor's budget, she noted. However, the
af orenenti oned funding would enable the state to serve those
children with the l|less severe delays as well as to better
screen, evaluate, and provide services of children who are
victinms of abuse and negl ect. Furthernore, [the funding] would
build the capacity of the providers to better serve children
with autism and socially enotional problens.

3:47:55 PM

CHAIR WLSON inquired as to who perfornms the early intervention
screeni ng.

M5. RYAN answered that screenings can cone from the hospitals,
the visiting nurses, parents, or a health fair.

3:48:38 PM

REPRESENTATI VE GARDNER inquired as to how the distance |earning
would work when it seens that many of the interventions,
particularly for autism spectrum disorders, are |abor intensive
one-on-one situations.

M5. RYAN confirned that parents could be taught to perform the
interventions or aides my do so. Ms. Ryan opined that nore
di stance education could be provided.

3:49:19 PM
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REPRESENTATI VE FAI RCLOUGH inquired as to the average case | oad
of an individual training those for actual interventions if the
$1 mllion investnent actually occurs.

MS. RYAN responded that it would vary because a child may be
receiving occupational therapy from an occupational therapist
and speech therapy from anot her individual.

3:49:59 PM

REPRESENTATI VE FAI RCLOUGH asked, "How can you quantify for ne
why | should invest $1 mllion and what does it acconplish?"

3:50: 06 PM

KATHY ALLELY, Health and Social Services Planner, Governor’s
Council on Disabilities and Special Education, Departnent of
Health and Social Services (DHSS), infornmed the commttee that
the average case load is 12-15 fam i es.

M5. RYAN, in further response to Representative Fairclough,
related that the average cost is about $5,500. Ther ef or e,
dividing the $1 million by the $5, 500 would provide an idea as
to how many children woul d be served.

3:50: 37 PM

REPRESENTATI VE FAI RCLOUGH pointed out that there will be fairly
significant adm nistrative overhead costs, which is why she was
interested in the nunber of cases that can be addressed over a
one-year period with the investnent of $1 mllion. She then
asked if the $1 nmillion for FY 08 would be spent in one fisca
year or would there be a ranmp-up tinme such that the $1 mllion
woul d carry forward | onger.

M5. RYAN renminded the conmttee that there was a $700, 000
increnent a few years back in which there was no difficulty
spendi ng. She said that there are definitely kids in need of
servi ces. However, she acknow edged that sonetines there is a
shortage of staff, which may slow things.

M5. FITZCERALD rel ated that intensive infant care is one of the
areas in which [the Council] has heard from infant |earning
providers and famlies that there is a need for in-depth
techni cal assistance to work with infant |earning providers and
famlies with regard to the nental health issues of children
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ages up to age three. Currently, the infrastructure or
expertise to provide some of the [in-depth technical assistance]
doesn't exist. Therefore, part of the $1 mllion would provide
techni cal assistance statewide to the existing ILP staff as well
as providing services to nore children

M5. RYAN estimated that approximately 100 children would
probably be served with the $1 mllion.

REPRESENTATI VE FAIRCLOUGH related that when soneone nakes a
financial request, she is accustoned to a budget acconpanying
it.

3:54:11 PM

M5. RYAN continued her presentation and highlighted the other
recommendation, which is for the establishment of a legislative

task force to study the feasibility of billing private health
insurance in a manner simlar to that of New Mexico. Bri ngi ng

health plans to the table wll create a variety options, she
opi ned.
3:56: 07 PM

M5. ALLELY turned to the presentation regarding autism She
related that in Alaska 1 in 166 children develop autism She
then highlighted the slide entitled, "Wat has been done,” which
rel ates what has been done to inprove the situation for famlies
and children with autism The result has been to convene an Ad
Hoc Conmittee on Autism which nmet to devel op recommendations to
present to the legislature and the adm nistration. The Ad Hoc
Commttee on Autism prioritized what it wanted to work on as
follows: screening, identification and diagnosis, and services.
The commttee forned because although nmuch had been done, there
is an urgent need [to bring recommendations to fruition]. MVs.
Allely then focused on the top four recomendations. The first
recommendation is to expand autism resources and referral
services so that the program is well funded, independent, and
hi ghly vi sible. The Al aska Mental Health Trust Authority and
t he Departnment of Education and Early Devel opnent, she rel ated
have and w Il continue supporting this goal. This goal is
i nportant because parents, stakeholders, and providers need help
under st andi ng auti sm and know ng what to do about it.

M5. ALLELY then turned to the second recomendation, which is

the wuniversal screening for autism spectrum disorders. The
af orenenti oned could be acconplished during well-child checkups
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and would use a Modified - Checklist for Autismin Toddlers (M
CHAT) . The checklist, which can be done in a short tine and
easily scored, consists of 23 questions to be conpleted by the
par ent . In response to Chair WIlson, Ms. Allely said that the
checklist is quite easy and can be downl oaded from the Internet.
However, she enphasized that the screening doesn't take the
pl ace of a diagnosis, rather it's sinply a check to determne if

there needs to be an eval uation. In further response to Chair
Wlson, Ms. Allely specified that this particular check can be
utilized at ages as early as 16-18 nonths. The preval ence of

autism is believed to be rising substantially, and therefore
it's inmportant to screen so as not to mss any children.

4:00: 54 PM

M5. ALLELY noved on to the third recomendation, which would
i ncrease the capacity for conprehensive, tinely assessnents and
di agnosis using a nultidisciplinary team and systematic referral
to appropriate services. She explained that the conprehensive
assessnment is what children would be referred to if a screening
exhi bited cause for concern. The conprehensive assessnment needs
to be a nultidisciplinary evaluation with a nedical provider who
specializes in neurodevel opnental aspects of early chil dhood.
Such a nedical provider is necessary in order to rule out any
medi cal condition that could be responsible for what's happeni ng
to the child.

4:01: 54 PM

CHAIR WLSON inquired as to how many physicians in Al aska can
[ performthe assessnents].

M5. ALLELY replied one.

MS. FITZGERALD interjected that it took a long tinme to recruit
for that one physician.

4:02:21 PM

MS. ALLELY inforned the comrittee that the other aspects of this
type of evaluation and assessnent would be cognitive testing
that's perforned by a psychologist; a speech and |anguage
assessnment; a fine and gross notor evaluation; and a hearing and
vi si on eval uati on.

M5. FITZGERALD related that with her daughter, the lack of
response to her nanme led to hearing tests. She expl ai ned that
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the conbination of synptonms nmakes it difficult to identify
autism as other potential causes have to be ruled out.
Therefore, a multidisciplinary teamis necessary.

M5. ALLELY opined that one of the benefits of an evaluation is
determining the appropriate intervention for the diagnosis.
Furthernore, the evaluation identifies the child' s strengths and
weaknesses in order to build on the strengths.

4:03:57 PM

M5. ALLELY noved on to the fourth recomendation, which is to
change Medicaid to ensure that children with autism spectrum
di sorders are abl e to receive time-limted, i ntensi ve
intervention services. The aforenentioned could be acconplished
by applying for an autism hone and comunity-based waiver;
anending the state Medicaid Plan such that "it's a service
that's offered under straight Medicaid." She nentioned that
earlier this week she learned that the "11(15)(a)" waiver m ght
provide a way in which the state could [provide] services for

chi | dren. However, the services are time-limted because there
is an early wndow of opportunity during which the childs
devel opnent can be infl uenced. Ofering such to famlies with

autistic children for a three-year period would make an enor nous
di fference.

4:05:28 PM

MS. ALLELY then directed the committee's attention to a study
based in Wsconsin, which is included in the commttee packet.
This study replicated one of the earliest studies perfornmed on
autism and reviewed the specific intervention of applied-
behavi oral analysis. That Wsconsin study was able to replicate
the findings of the original study and found that about half of
the children gained normal functioning after two to three years
of treatnent. Furthernore, an average of 22 1Q points were
gai ned, but one-third of the subjects made gains of 45 1Q
poi nt s.

M5. ALLELY sunmarized that basically the Council wants to
surround famlies as well as providers with resources, referral,

and parent support. Ms. Allely characterized this as a package
of reconmendations because offering screening wthout an
assessnment |eaves famlies in a difficult situation. Li kew se,

when a parent learns that his/her child has autism and that
treatment is available, but it's not nade available to famlies
it's simlar to telling an individual with diabetes that he/she
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can't have insulin. This package of recommendations provides
savings to the state and heartache for the famlies and
chi | dren.

4:06: 58 PM

M5. FITZGERALD added that another piece is that [autistic]
children are ostracized in the public due to the lack of
information and education available, which serves to isolate
famlies. Therefore, early intervention and support inpacts the
entire famly. She provided a personal anecdote as a parent of
an autistic child.

4:08: 54 PM

M5. ALLELY related that sone recent studies indicate that on
average it costs approximately $3.2 million over the life of an
autistic child. Therefore, with 60 births of autistic children
in the state, there's a cumulative annual cost of $192 nmillion

However, intervention provides a savings of $1.6-$2.8 mllion
per person, which is a substantial savings to the state.
Therefore, [the Council] is requesting a $500,000 increnment for
increasing the ability to perform screening and diagnosis. She
rem nded the commttee that there's only one nedical provider in
the state. The clinic [with that nedical provider] has found it
difficult to have a psychologist because it's not a service
billable under Medicaid unless that psychologist is working
under a supervising psychiatrist or is practicing as part of a
nment al health center. However, those individuals don't
necessarily have the training in diagnosing autismin a two-year
old child. Therefore, this increment would help fund those
essential psychology evaluations to confirm a diagnhosis of
autism This increment would also support famly care
coordination and an infrastructure for scheduling, clerical, and
medi cal records.

4:11:32 PM

M5. ALLELY highlighted that across the country there are no
neur odevel opmental centers or clinics that operate wthout a

subsi dy of sonme sort. The reason, she related, is because it's
a very time-intensive evaluation that includes review of all of
the child s nedical, devel opnent al , and testing records.
Provi dence Hospital has been supporting and subsidizing the
neur odevel opnental clinic. However, this year Providence
announced that it would either severely cut back the services
provided by the clinic or close it. A nunber of concerned

HOUSE HES COW TTEE -14- February 8, 2007



i ndividuals pulled together a nunber of stakeholders and asked
them to reconsider and nake changes in the clinic and its
fundi ng nechani sns and billing of Medicaid. The aforenentioned
seens to be working, she opined. She related that part of the
plan is to build in a lower level pediatric nurse practitioner
who can perform sone of the evaluations and not cost as much as
havi ng a neurodevel opnental pediatrician. An additional nedica
provider offers the ability to increase screening and di agnosis.

4:13:37 PM

M5. RYAN corrected her earlier response by saying that the $1
mllion funding level could provide service to about 150-160
chil dren, depending upon the degree of the disability or delay
of the child.

4:14: 21 PM

CHAIR WLSON, in regard to obtaining funding, asked if autistic
children are categorized as nentally ill.

M5. FI TZGERALD said that initially autistic children were viewed
as having a nental/psychiatric disorder. However, in the |ast
20 years that has been reversed and autismis identified as a
neur ol ogi cal, physical, and sensory disease. Still, autistic
i ndi vidual s can be diagnosed with nental disorders as well. I n
further response to Chair WIson, M. Fitzgerald noted that
autistic children have qualified for services under a nental
health diagnosis in order to receive [AVHTA] funds. However,
the concern is in regard to whether the proper treatnment is
adm ni stered and t hat t he child woul d t hen have a
di agnosi s/ | abel that would follow hinlher to school.

4:17: 07 PM

REPRESENTATI VE GARDNER returned to the earlier information that
60 births per year are autistic children and the average cost of
care for such an individual over a lifetinme is about $3.2
mllion. Therefore, the cost to care for an individual who
lives to be 60 years of age would be roughly $58,000 per year.
Since individuals aren't receiving that I|evel of service, she
inquired as to what the $3.2 mllion consists of.

M5. ALLELY called attention to the spreadsheet in the commttee
packet, |abeled "Table 20.1 Per Capita Lifetine and Total Annual
Costs of Caring for Individuals with Autismin the US. (in 2003
dol lars).™ The spreadsheet reviews the cost of a l|low |evel
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disability and high level disability and the services that such
an individual would have over his/her lifetinme as well as the
i ndividual and his/her parents' |ost productivity. She then
nmenti oned that comrittee nenbers could view a short video on the
Internet entitled, "Autism Everyday" in which she was struck
wth regard to the financial inpact to the famlies wth
autistic menbers.

4:19: 20 PM

CHAI R WLSON requested that copies of the Council's report that
will be conmpleted in June be made available to the commttee.
4:19: 57 PM

M5. FI TZGERALD rel ated her personal experience with her daughter
who had a three-second attention span and for whom she coul dn't

find daycare. Therefore, she had to quit her job to care for
her daughter, which nmeant that the famly had to nmake
sacrifices. Only once the famly was fortunate enough to be

selected for a waiver was she able to go to work, she said. One
result of the situation, she related, is that she doesn't have

retirement. The reality is that the financial and enotional
costs to raise a child wth significant disabilities are
astronomcal. Furthernore, it's difficult for parents to ensure
that a child with significant disabilities is as independent as
possible in the future. Parents are wunder nuch pressure to

obtain the services that will neke a difference for their child.
4:22:14 PM

CHAIR WLSON inquired as to the divorce rate related to the
stresses caused in famlies with a child wth significant
di sabilities.

M5. FI TZGERALD offered to find that statistic and provide it to
the commttee. She related that with her daughter the famly
endured at least three years of sleepless nights in which she
and her husband spelled each other every three hours in order to
ensure that their daughter didn't wake and hurt herself. Many
famlies experience these issues and the famly either becones
really strong or dissolves quickly.

4:24: 24 PM
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REPRESENTATI VE FAI RCLOUGH asked if the average |life expectancy
of an individual with autismis different than of the typical
i ndi vi dual .

M5. FI TZGERALD answered that she didn't believe that at this
point one could predict that children with autism wll have a
shorter life expectancy. However, it is known that children
Wi th autism experience nore stress, which may or may not cause
ot her health problens. At this point, M. Fitzgerald said she
expected her daughter to have a fairly typical |ife span.

4:25:24 PM

REPRESENTATI VE FAI RCLOUGH asked if a child with autism who has a
| anguage barrier would have additional health issues that
woul dn't surface until |ater because of the |anguage problens.
She suggested that the lack of diagnosis [of other health
i ssues] may place them at a disproportionate disadvantage for
heal th care.

M5. FITZCGERALD related that it isn't uncommon for individuals
with autism to die from an appendicitis because they couldn't
express any synptons. Furthernore, individuals wth autism
typically have a higher tolerance for pain. She noted that
across the spectrum of autism there are children with very
little functional |anguage. She further related the difficulty
in t hese chil dren accurately relating what t hey are
experi enci ng. In response to Chair WIson, M. Fitzgerald
expl ai ned that her daughter, as do many others with autism has
a repertoire of things that nean sonmething to himher or the
famly. As one is around and/or works with an individual with
autism he/she needs to becone famliar with and interpret the
repertoire of things the autistic individual does.

REPRESENTATI VE ROSES referred to the MCHAT survey that was
menti oned earlier, and asked how it's typically distributed.

M5. ALLELY explained that it really isn't being distributed,

al though it's possible that sone of the ILPs are using it. V5.
Allely opined that the MCHAT isn't incorporated widely into
wel |l -child checkups at this point. Therefore, a strong public

awareness effort would be required to pass the wrd to
physi cians and other nedical providers to utilize the M CHAT.
Furthernore, it would be great if other devel opnmental screening
was perfornmed at the sane tine.
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AN UNI DENTI FIED SPEAKER related that the Southeast Al aska
Regi onal Health Consortium (SEARHC) is using the M CHAT.

REPRESENTATI VE ROSES opined that the MCHAT is a fairly sinple
form that would be required to be utilized by those [providing
medi cal care] to a child under a certain age. He enphasi zed
that it seens appropriate to require the use of the M CHAT for
anyone receiving care from Medicare or through any state
agencies, any things over which the state has control over the
requi renents for being paid.

4:31:28 PM

M5. ALLELY said that such could be done and hopefully it wll.
These recommendati ons have just come out and the work begins to
get them through. The screening, M CHAT, shouldn't require a
ot of noney to inplenment, but rather is nore of a public
awar eness pi ece, she said. She related that [the Council] has
spoken with the conmm ssioner of DHSS regarding the M CHAT.
There are also other avenues, such as the "AlIl-Al aska Pediatric
Partnerships of the Al aska Chapter of the Anerican Acadeny of
Pedi atrics"” through which this reconmendation can be pronoted.
Moreover, the recomendation can be pronoted through the
Di vi sion of Public Health.

4:32:12 PM

CHAIR WLSON commented that public service announcenents (PSAs)
could be utilized to get the word out. She expressed hope that
the Council is garnering ideas during its visit to the capita

to continue the process.
4:33:14 PM

REPRESENTATI VE ROSES clarified that his approach would be that
part of the mandatory requirenents for [services tied to state
fundi ng] would be the inclusion of the M CHAT.

4:33:49 PM

REPRESENTATI VE GARDNER remarked that performng a checklist
during well-child visits may not be novel as that seens to
al ready occur. The question is, she opined, what happens when
t he responses aren't st andard or what 'S expect ed.
Representative Gardner further opined that there's no point in
requiring these screenings if nothing is offered [to serve those
wi th nonstandard responses].
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4:34: 33 PM

MS. ALLELY, in response to Chair WIson, explained that the
child fails [the M CHAT] when two or nore of the six critica
itens are failed or any three itens are failed.

4:35: 24 PM

REPRESENTATI VE FAI RCLOUGH enphasi zed the inportance of taking a
nore holistic approach with regard to what physicians ask. She
highlighted that there isn't a nedical professional on the
Council to help standardize the [MCHAT] in order to help

physician's self-identify. The nedical community, she said,
must be brought into the fold wth regard to devel oping
solutions for early intervention. Per haps, the funding should

go toward paying for the involvenent of a mnedical professional
She provided sone ideas of how to acquire a higher preponderance
of evidence when qualifying individuals for the exam
Representative Fairclough opined that there needs to be review
of an overall means to providing early intervention for various
i ssues versus taking up each individual issue.

4:41:14 PM

CHAIR WLSON called for the conmttee nenbers to be nore
proactive in regard to recommendations. Early intervention, she
enphasi zed, is definitely inportant and needs to be addressed.

4:42: 34 PM

REPRESENTATI VE FAI RCLOUGH nentioned the need to provide the
criteria utilized to arrive at the $17.00 [to $1 benefit-cost
ratio] and the need for early intervention.

M5. RYAN indicated that articles in the conmttee packet provide
that information

4:45:19 PM
ADJ OQURNNMENT
There being no further business before the commttee, the House

Heal t h, Education and Social Services Standing Comm ttee neeting
was adj ourned at 4:45:29 PM

HOUSE HES COWM TTEE -19- February 8, 2007



