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Ms. Tombari called the meeting of the Early Childhood Subcommittee to order
at 1:10 p.m.

Members Present: Michele Tombari, Nicole Cavenaugh, Nicole Kalkowski,
Debra Vigil, JonPaul Saunders, Toni Richards, Shannon Crozier

Guests: Johnette Oman, Adryon Ketcham, Thomas Kapp, Robin Kincaid, Ken
MacAleese, Robert Johnson, Jan Crandy, Lisa Watson, Jennifer Davidson,
Charles Marriott

Staff Present: Carol Reitz
A quorum was declared.

Public Comment (No action may be taken upon a matter raised under public comment period
unless the matter itself has been specifically included on an agenda as an action item)

Ms. Tombari thanked all the committee members for all the work and time.
Ms. Nicole Kalkowski said she was concerned with comorbidities associated
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with autism. She said there are no proper diagnostic tools for the
comorbidities which can affect the intervention to have the best possible
outcome.

Strategic Planning Discussion to Identify Recommended Priorities and
Strategies
Lisa Watson, Social Entrepreneurs Inc.

Ms. Tombari referred the Subcommittee to the handouts that are posted on
the ADSD website. Ms. Tomabari introduced Ms. Lisa Watson who will
facilitate the strategic planning discussion.

Ms. Watson introduced herself and told the Subcommittee about the strategic
planning process. She said she will provide the information about the process,
collect the information from the Subcommittee regarding the issues that affect
this age group, and then she will develop a plan with goals that can be
achieved and how to modify the approach.

The collection phase of the strategic plan included 400 consumer surveys that
had been completed, 71 provider surveys, and 15 key stakeholder interviews.

Ms. Watson asked what the needs are for this age group which is 0 through 6.
Ms. Tombari stated that there were 15 items that the subcommittee had
compiled. The first point that Ms. Tombari brought up was earlier screening.
Once children fail a screening, they should be identified at risk and receive
treatment. Ms. Debra Vigil said they should be receiving services in a timely
manner. It is a bigger problem in the rural community. Ms. Crandy said
children need access to treatment as soon as they fail a screening and then
they can get a diagnosis.

Ms. Kalkowski said the speed in receiving effective evidence-based services
from a parent’s perspective is most important. Ms. Crandy added there is a
lack of awareness.

Ms. Watson summarized early screening and diagnosis using evidence-based
tools, access to treatment immediately after a failed screening, and parent
access to information that is reliable.

Ms. Crozier added access to treatment should include appropriate intensive
dosages. She said they need to look at the prescreened population and the
identified which have different needs. Ms. Crandy added referrals for
comprehensive medical evaluations to identify comorbidities.

Ms. Tombari said more training for pediatricians is needed. Ms. Toni Richard
said parents need assistance in navigating all the systems such as Medicaid,
SSI (Social Security Insurance), ATAP (Autism Treatment Assistance



Program), and Regional Centers. Ms. Crandy added families need integrated
coordinated help with qualified ASD (Autism Spectrum Disorders) providers.
Families need access to information and links to screening tools on a web-
based program.

Ms. Vigil said the transition from Early Intervention to the school district needs
to be seamless so there is no break in services. They need help with
coordination.

Ms. Crozier said case management across the lifespan. Ms. Kalkowski said
the most pressing concern as a parent is the access to research-based
therapy that is effective at the proper intensity and having that therapy
transition forward to the school district. Ms. Kalkowski said parents have a
difficult time until they know their child is receiving the appropriate
intervention.

Ms. Crozier said there is an existing gap between what are evidenced-based
levels of intervention in early childhood and what children actually get in
schools. There is an atrtificial gap created by government systems that needs
to be addressed. Ms. Crandy said there should be more parent education the
100-Day Kit. Ms. Crandy added that the law in Nevada says that ATAP is
supposed to educate the parents as well as Early Intervention and the school
districts.

Ms. Kalkowski said once the parents receive the diagnosis, they are so
overwhelmed with grief. They need someone to help map out what their next
steps are. The 100-Day Kit is a great resource but they need someone to sit
down with them and go through all the information.

Ms. Tombari said parents need to be educated on funding that is available.
Mr. JonPaul Saunders said parents need support. Ms. Crandy said parents
should be given hope, but they also need to be told the truth. Ms. Tombari
added that an adequate workforce is needed that are competent.

Ms. Richard said it would be a benefit for a seasoned parent to meet with a
newly diagnosed parent to help them fill out forms. Ms. Crozier suggested
adding a medical home under the continuity of care system.

Ms. Watson asked what is and what is not working. Ms. Crandy said the
majority of children are identified through Child Find. She added children can
be diagnosed at 12 months old. If they go to Early Intervention, they can be
screened and diagnosed but not everyone knows about Early Intervention.

Ms. Vigil said there are groups of people at Early Intervention and school
district that were trained using the ADOS (Autism Diagnostic Observation
Schedule). The ADOS is evidence-based and is the gold standard in the



nation for a diagnosis. There were 50 people in 11 different groups across
the state that were trained in the ADOS.

Ms. Crozier said most other providers are not screening children. Ms.
Kalkowski said pediatricians are not educated in autism and unless the child
presents with severe red flags, they are not doing the screening.

Ms. Vigil said the Milestone Moments booklets by the CDC (Center for
Disease Control) is good at outlining what children should be doing and what
parents can be asking their pediatricians. This is an example of what has
been done and they need to be disseminated to more parents.

Ms. Watson summarized that there is not a consistent use of tools or timing
by pediatricians. She went on to ask why this is happening. Ms. Crozier
answered that there is an insufficient workforce to provide quality diagnostic
services. Ms. Crandy said parents can’t access their insurance until they get
a diagnosis. Ms. Crozier said there is a reluctance by providers that exists to
diagnose children under the age of three. Ms. Crandy said that there is an
apprehension by the parents wanting the diagnosis as well.

Ms. Crozier said the number of hours of treatment that is provided is far below
the levels of intensity that they need across services. Ms. Crandy said the
model by Early Intervention is parent education instead of direct treatment.
Children need direct services.

Ms. Crozier said that case management is spotty and fragmented. The
systems are not integrated. Ms. Crandy said collaboration is inconsistent
among providers.

Ms. Watson asked what the three largest gaps of services in the early
childhood age group were. Mr. Saunders said early screening before 36
months by a competent professional and then immediate initiation of
evidence-based therapy. Ms. Adryon Ketcham asked what definition was
being used for evidence-based therapy. Ms. Watson answered therapy that
has research behind it that has achieved outcome.

Ms. Ketcham said the only evidence-based therapy is ABA (Applied Behavior
Analysis). Ms. Crandy told Ms. Ketcham the definition is in the 2008 Task
Force Report. Ms. Watson asked if ABA was the only treatment that children
with ASD are not getting. Other therapies only treat symptoms and not
autism itself.

Ms. Crozier said the gaps in service for speech, occupational, physical
therapy and ABA are not being rendered at the required intensity.



Ms. Tombari said there is a gap in getting all children in Nevada screened at
the earliest time possible. Ms. Crandy said they want early screening to start
treatment and then diagnosis. Insurance will not pay for treatment unless
there is a diagnosis. Early Intervention will start treating once they fail a
screening and before a diagnosis. Ms. Crandy added there is a gap in
comprehensive diagnostics to treat comorbidities such as seizures or
intestinal issues.

Ms. Crandy said other family health needs are family counseling, respite care
and advocacy in IEPs (Individualized Education Plans).

Ms. Watson asked what works well in other systems. Mr. Saunders said that
ATAP is working well. Ms. Crandy said it is not working well for younger than
three years old. Ms. Vigil said the amount of children that ATAP is servicing
is problematic because there are a lot more kids not receiving the funding.
Ms. Vigil suggested having ATAP provide training for the interventionists that
can provide services to a broader population. Ms. Tombari said ATAP is
working well with the kids that are accessing the funding.

Ms. Crozier said the multidisciplinary assessment teams such as the UNLV
(University of Nevada Las Vegas) and UCAN (University Center for Autism
and other Neurodevelopment) are working well. The children have access to
comprehensive multidisciplinary assessments.

Ms. Crandy said that treatment is provided in Elko but not in other outlying
rural areas.

Mr. MacAleese said there are a number of funding sources to access services
in Nevada. Both universities in Nevada have doctoral-level behavior analyst
programs providing training and supporting individuals in the schools and
home-based programs. Ms. Vigil added that the child psychiatry fellows are
part of the UCAN team and are in the school districts.

Ms. Cavenagh said UNLV and Touro University are training pre and post-
doctoral level neuropsychologists. This is helping address some of the
shortages of diagnostic availability. Currently Nevada is 47™ in the country in
per capita psychologists. Ms. Vigil said one of the advantages is that we are
small state and we can effect changes.

Mr. Tombari added that we have access to legislators and they are listening
to us.

Ms. Watson asked what the priorities should be for the next five years for the
State. Ms. Vigil said screening, diagnosis and training of professionals. Ms.
Tombari suggested paying the pediatricians more so they can spend more
time doing an adequate screening.



Ms. Crandy said the insurance bill needs to be opened up. The insurance
companies need to follow the BACB (Behavior Analyst Certification Board)
Guidelines. The focus needs to shift from the insurance companies to the
care providers.

Ms. Tombari said childcare workers need training on how to screen. Ms.
Crandy said the law could be changed to mandate childcare workers receive
training as part of their license. Ms. Vigil said the Nevada Registry requires
childcare workers to do screening twice a year. Head Start is required to do
screening as well. If it is mandated by legislation, it will be stronger.

Mr. MacAleese said the Commission should consider incentive funding for
provider programs to grow. Ms. Crozier said professional development for
providers is critical.

Ms. Watson summarized ensuring insurance companies including Medicaid is
paying for screening. Ms. Crozier said the Commission would like to move
the locus of control for determining the appropriate care to the providers of the
individual. The insurance company should not be defining what appropriate
care is for the individual.

Ms. Crandy said aligning with the Affordable Care Act and Medicaid will
remove the $36,000 annual benefits cap. She said there should be a
collaboration between all systems including universities and nonprofits. She
also added that the State should access federal money to get the state to
match. The promotion of the dissemination of the best practices that has
already been created should be implemented.

Ms. Tombari said customization of the 100-Day Kit should be specific to
Nevada. Ms. Crozier agreed that the navigation guide should be specific to
Autism in Nevada.

Ms. Crandy commented that Pennsylvania has an Autism Bureau. ATAP can
be expanded and provide more funding to add a navigation tool.

Ms. Vigil said there should be an education component when doing outreach
so the parents are educated in early intervention. Ms. Vigil said there was a

concern that parents are not getting their kids immunized and there has been
an outbreak of polio.

Ms. Crandy said the Commission could ask to expand public and private
financing outside of insurance. ATAP can get more money. There needs to
be adequate levels of supervision and for legislation to support treatment with
fidelity. Mr. Marriott said outcomes need to be replicated with methodology.



Ms. Tombari said funding for services has to come first. Ms. Crozier said that
part of the problem is that providers are showing up but they are not qualified
to work with children with Autism. Mr. Marriott said there should be marketing
for a career for behavior analysts. Ms. Crozier suggested a vertical career
path. Workforce development is critical and nationwide does not have the
capacity. Ms. Vigil said if the state has quality and fidelity, people would want
to come here to work.

Ms. Crandy said there needs to be a priority for the ATAP waitlist. Mr.
Marriott said science has answered that question that it is the most effective
resource for early intervention.

Ms. Watson summarized that early screening and diagnosis, access to care
and workforce development are the top priorities from this subcommittee.

Ms. Tombari will send Ms. Watson the progress that has been made since the
2008 Autism Task Force Report.

Ms. Watson asked what policy or practices are in place that prevent services
for people with ASD. Ms. Crandy said prioritizing early intervention for
children under a certain age for ATAP funding. Ms. Crozier added children at
Early Intervention only receive three to five hours a week of behavior
services. Ms. Richard said in the past Early Intervention provided 25 hours a
week and parents should not have to fight for services.

Mr. Kapp said there is no policy in place at Early Intervention for the number
of hours provided. The Early Start Denver Model is being looked at which is a
20-hour program. The 20 hours is broken down to 15 hours by a trained
professional and five hours is by the parent.

Mr. Marriott said there is an understanding of the workforce problem of
recruiting and retaining quality interventionists to provide quality treatment.
Interventionists should be offered full-time employment. He added there
should be a collaboration with school districts and Early Intervention for
interventionists that also work in homes.

Ms. Vigil said there is a barrier with FERPA (Federal Educational Rights and
Privacy Act) for the educational employees to work outside of the school
district. This Act needs to be looked at.

Ms. Watson thanked everyone for their feedback. She asked the Committee
to rate the vision and mission statements that are the guiding principles.

*See Attachment A for photographs of Ms. Lisa Watson’s notes taken during
the discussion.



Public Comment

(No action may be taken upon a matter raised under public comment period unless the matter itself has been
specifically included on an agenda as an action item. Comments will be limited to three minutes per person. Persons
making comment will be asked to begin by stating their name for the record and to spell their last name and provide

secretary with written comments.)
There was no public comment.
Adjournment

Ms. Tombari adjourned the meeting at 3:58 p.m.
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