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VEMBERS PRESENT

Representative |Ivy Spohnhol z, Chair
Representative Sam Kito

Representati ve David East man
Representative Jennifer Johnston
Representative Colleen Sullivan-Leonard

VEMBERS ABSENT

Representati ve Bryce Edgnon, Vice Chair
Representative Geran Tarr
Represent ati ve Jonat han Krei ss-Tonki ns (alternate)

COW TTEE CALENDAR

PRESENTATI ON:  AUTI SM & FASD
- HEARD

PREVI QUS COMM TTEE ACTI ON

No previous action to record

W TNESS REGQ STER

CHRI STI E REI NHARDT, Program Coor di nat or

Governor's Council on Disabilities & Special Education (GCDSE)
Division of Senior and Disabilities Services

Department of Health and Social Services

Anchor age, Al aska

PCOSI TI ON  STATEMENT: Presented a PowerPoint titled "Autism &
FASD. "

JEANNE CGERHARDT- CYRUS, Chair

FASD Wrk G oup

Ki ana, Al aska

PCSI TI ON  STATEMENT: Testified and answered questions during
FASD presentati on.

JI LL BURKERT, Chair
Governor's Council on Disabilities & Special Education (GCDSE)
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Program Coor di nator for Special Education

Uni versity of Al aska Sout heast

Juneau, Al aska

PCSI TI ON STATEMENT: Testified during t he Power Poi nt
present ati on.

ACTI ON NARRATI VE
3:02:41 PM

CHAIR 1VY SPOHNHOLZ called the House Health and Social Services
St andi ng Committee neet i ng to or der at 3:02 p. m
Representatives  Spohnhol z, Sul | i van- Leonard, Johnst on, and
Eastman were present at the call to order. Representative Kito
arrived as the neeting was in progress.

Presentati on: Autism & FASD

3:03: 25 PM

CHAI R SPOHNHOLZ announced that the only order of business would
be a presentation by the Governor's Council on Disabilities and
Speci al Education on Autism & FASD.

3:03:51 PM

CHRI STI E REI NHARDT, Program Coordi nator, Governor's Council on
Disabilities & Special Education (GCDSE), Division of Senior and
Disabilities Services, Departnent of Health and Social Services,
directed attention to a PowerPoint titled "Autism & FASD' and
introduced slide 2, "Title V Mternal Child Health Program”
She expl ained that a federal grant had included a survey of nore
than 1,000 famlies raising children with special health care
needs, which had identified three predom nant needs of those
famlies: mental and behavi oral challenges, social isolation

and bul | yi ng.

3: 06: 08 PM

REPRESENTATI VE SULLI VAN- LEONARD asked whether this included the
tracki ng of cyber bullying.

M5. REINHARDT replied that she would provide nore information on
bul | yi ng. She continued with slide 3, "wWat the Council D d,"
and shared that the council collected the information and
devel oped a five year plan. She relayed that the counci
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conducted focus groups in 15 conmunities across Al aska, in which
they asked basic questions about issues, including early
intervention and education, developnental disability services,
enpl oyment, childcare, and transportation. She decl ared that
other issues were consistently raised, including discussion
regardi ng the huge gaps in service for screening and diagnosis,
particularly around neuro-behavioral di sorders or hi dden
di sabilities. These hidden disabilities included autism feta
al cohol spectrum di sorder (FASD), and traumatic brain injury, as
it was often not possible to visually detect these disabilities.
She stated that there were gaps in early intervention and

educati on. She reported that famlies raising children wth
behavi oral challenges found it next to inpossible to find child
care, which inpacted their work. She relayed that another

consistently raised issue was for children at 22 years agi hg out
of school age services, declaring that there was "a cliff that
those kids just drop off." She allowed that screening and
di agnosis of these neural behavior disorders had inproved over
the past 20 years and that, although prograns for early
intervention and for schools were devel oped, there had not been
any catch-up with adult services. She opined that there was not
a social system devel oped which had anticipated a doubling of
autism diagnoses in this short period of tine. She decl ared
t hat FASD was preval ent in Al aska.

M5. REINHARDT, in response to Representative Johnston, pointed
out that FASD included the full spectrum of disorders, simlar
to any reference for autism to include the full spectrum of
di sorders. She stated that, as it was unclear whether FASD was

a behavioral health or a developnental disorder, it was a
guestion for services, and, in this sense, Al aska was a pioneer
for FASD services. She asked how the services could be
coordi nated, offering her belief that this was still energing.

M5 REI NHARDT noved on to slide 4, "Disparities,” and said that
the council had heard that there were large disparities in
referrals, wth inconsistent screenings, screening tools, and
clinic days. She shared that there were not nmany pediatric
neural devel opnental specialists, and she Ilisted the nmany
difficulties for hiring to bridge the gap in services. She
pointed to the disparity for the locations of generalists and
sub-specialists in the state.

3:12: 44 PM

M5. REINHARDT noved on to slide 5, "Limted Access,” and said
that there was a necessity for evidence based practices,
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appropriate education for individuals wth brain based
disabilities, and professional training for early educators,
service providers, and first responders. She enphasi zed that
t hese support systens needed to be sustainable through insurance
and Medicaid. She declared a need for enploynent, housing, and
ways to have neani ngful lives which included community
engagenent instead of isolation.

MS. REI NHARDT addressed slide 6, "Prevalence,"” and pointed out
that FASD was not a |ow incidence disability, as there were 24 -
48 incidences per thousand. |In response to Chair Spohnholz, she
said this national data had just been released, and that she
woul d supply the actual rel ease dat a.

REPRESENTATI VE EASTMAN asked why there was such a wide range in
t he preval ence.

M5. REINHARDT replied that this was national data and offered
her belief that it was very difficult to obtain firm FASD dat a,

as different states had different diagnosis screenings. She
noted that it was necessary to have docunmentation for pre-nata
exposure to drugs or alcohol. She shared that the FAS data from

two years ago had projected 2 - 5 incidences per thousand.

REPRESENTATI VE KI TO asked if there was nulti-year historic data
to help detect any trends.

M5. REINHARDT replied that she would provide the data. She
shared that there was research being conducted for preval ence
data in Alaska, noting the difficulty to obtain this as there
was not any requirement to screen for FASD.

CHAIR SPOHNHOLZ shared that screening for FASD was very
difficult, as there was a need for the biological nother to
acknow edge al cohol consunption during pregnhancy. She shared
that the physiological marker was only a small part of the
di agnosi s, and she offered a personal exanple.

REPRESENTATI VE JOHNSTON added that sone rural comunities had
school systens which had not even attenpted diagnosis.

3:19: 37 PM
JEANNE  GERHARDT- CYRUS, Chair, FASD Wrk Goup, referred
attention to slide 7, "FASD," and stated that FASD was a nedica

di agnosi s. She declared that the features were easier to
recognize with a syndrone; whereas with FASD, there may not be
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any of these features, hence a nuch greater chall enge. She
declared that the state did not have a good screening tool for
FASD, as FASD was so varied. She shared that she and her
husband were the parents of a nunber of children with FASD. The
majority of referrals for diagnosis of FASD cane through the
Ofice of Children's Services (OCS), as there was nore access.
She opined that the stigma with FASD was very real and should be
addr essed. She pointed out that although alcoholism was
recogni zed as a disease, there was still a stigma for FASD. She
reported that nmany of the children were first diagnosed with
FASD while in the foster care system when their behaviors were
first recognized. She shared that although there were several
di agnostic teanms across Alaska, sone were consistent while
others varied in diagnoses. She stated that FASD children were
often seen in enmergency rooms, corrections, and residential
treat ment. She declared the need for a sustainable
infrastructure to provide the necessary range of services for
all ages. She explained that often for kids with FASD the issue
was that they appear conpetent, and therefore would not qualify
for devel opnental services, although there was a devel opnental
disability. Their behaviors were often assuned to be mali cious,
resulting in ms-diagnosis, and subsequently, FASD can be
conpletely m ssed. She declared that the State of Al aska was
the only state with FASD listed in the educational regulations,
and the only state which recognized the role of nurse
practitioners for assisting with diagnosis, making the state a
pioneer in the field. She offered her personal experiences with
FASD.

3:28: 04 PM

JILL BURKERT, Chair, Governor's Council on D sabilities &
Special Education (GCDSE), Program Coordinator for Speci al
Education, University of Al aska Southeast, directed attention to
slide 8, "Autism" and speaking about the preval ence data, she
noted a simlarity to FASD of issues with inconsistent screening
and identification. She stated that autismwas first identified
and included in the Individuals with Disabilities Education Act
(IDEA) in 1990, and the Centers for Disease Control and
Prevention (CDC) preval ence data was 1 in 1,000. She reported
that three years prior, the prevalence data was 1 in 200,
whereas today the prevalence data was 1 in 68, consistent with
the State of Al aska preval ence data. She referenced the data
for FY2016 on the Departnent of Education and Early Devel opnent
website which listed 18,390 special education students in the
state, of whom 1,335 were identified as having autism She
suggested that some of +this data should be nore «closely
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eval uated as there were many small school districts with fewer
than five students, which may not have identified or reported
students wth autism She reiterated the difficulty for
determ ning the nunber of students although, she acknow edged
there had been nore effort to identify younger children wth
autism ages zero to three. She pointed out that this self-
report questionnaire was nore of a screening device. She
reported that due to a lack of qualified personnel it was often
necessary to fly out of Alaska to achieve a diagnosis, as

wi thout a diagnosis, it was difficult to develop a treatnent
pl an.
3:32:19 PM

M5. REI NHARDT concluded by sharing that the Governor's Counci
on Disabilities & Special Education had two commttees working
to ensure that efforts around autism and FASD were not sil oed,
but were coordinated efforts wth Public Health, Behavioral
Heal t h, Educat i on, Early Intervention, Human  Devel opnent,
service providers, and parental support organizations. She
reported that a five-year plan for autism and FASD had been
devel oped. She offered to provide information for the types of
systeni c i nprovenents necessary.

REPRESENTATI VE SULLI VAN- LEONARD reflected on the shortage of
physi cians and asked if there was any homegrown concept in
conjunction with the Wshington, Womn ng, Al aska, Montana, and
| daho (WAMM ) Medi cal Educati on Program

M5. REINHARDT replied that there were several nodels being
reviewed, which included the opportunity for pediatricians and
advanced nurse practitioners in Alaska to receive the
speci alized training necessary for diagnosis. She added that
there was the possibility for training famly navigators for the
bri dge between diagnosis and services. She reported that
current diagnosis in Al aska consisted of two pediatric neuro
devel opnental specialists fromthe University of Washi ngton.

3:35: 07 PM
ADJ OQURNNMENT
There being no further business before the commttee, the House

Health and Social Services Standing Conmittee neeting was
adj ourned at 3:35 p. m
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