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PROCEED INGS
1:06 p-m.

Dr. Daniels: Thank you. This is
Dr. Susan Daniels, of the Office of Autism
Research Coordination at NIH, and I would like
to welcome you all to this call, members of
the public, as well as members of the
Subcommittee.

1"d like to start by doing a public
roll call, just so that everyone knows who is
on the call, or in person here with us.

Ellen Blackwell? Can you just say
here 1f you are here?

Ms. Blackwell: Here.

Dr. Daniels: Lee Grossman?

Mr. Grossman: Here.

Dr. Daniels: Henry Claypool? Not
here.

Gairl Houle?

Dr. Houle: Here.

Dr. Daniels: Larke Huang 1s not

here.




Jennifer Johnson?

Dr. Johnson: Here.

Dr. Daniels: Christine McKee?

Ms. McKee: Here.

Dr. Daniels: Ari Ne"eman? Not
here.

Denise Resnik?

Ms. Resnik: Here.

Dr. Daniels: Cathy Rice?

Dr. Rice: Here.

Dr. Daniels: Stephen Shore?

Dr. Shore: Here.

Dr. Daniels: And, Bonnie
Strickland or a substitute? Not here at this
time.

So, today we have an agenda which
includes a special presentation by our
Subcommittee Member, Dr. Stephen Shore, who is
going to talk about education, and then the
main focus of today"s conference call 1s going
to be a discussion of plans for our November

8th Services Workshop. And, our major goal is




to finalize the agenda for the workshop, and
Lee and Ellen have been working very hard on a
draft agenda, which i1s 1n your packets, and
iIt"s available on the web. So, you may look
at that, and that will be the subject of our
discussion.

And, after that we are going to
look at the Services Subcommittee Roadmap and
the 1ACC Services Subcommittee recommendations
that were developed previously, and discuss
how that might relate to our plans for the
workshop.

And, we"d like to then follow with
a round robin, just to see 1f any of the
agencies or private organizations have any
news to report to the Subcommittee, and then
we will end our call, or our meeting.

So, at this time, 1°d like to again
welcome you, and then turn the call over to
Lee Grossman and Ellen Blackwell.

Mr. Grossman: Hi, this is Lee, and

I want to thank everybody on the Services




Subcommittee, as well as listening in, for
being here.

We are scheduled to go until 4:00.
I doubt that we"ll need that much time.

I*"m physically here on the NIH
campus, and Ellen is calling 1n, so please
bear with us as Co-Chairs, as we can"t make
eye contact, that we may be struggling a
little bit as we try to co-direct, all of us
do this agenda.

I*"m going to move straight to our
first presenter, which 1s Dr. Stephen Shore.

Dr. Daniels: Actually, this is
Susan Daniels.

Ms. Blackwell: No?

Dr. Daniels: Yes, that"s correct.
I jJust have one housekeeping announcement that
I wanted to make for people who are watching
this on the web, on the webinar, that we are
going to be switching computers during the
course of this meeting once or twice, and i1f

that happens 1t may kick you out of the




webinar.

IT that should happen, please just
log back into the webinar again, and i1t should
be okay, but there is a web address that you
can use 1T you have other technical
difficulties, but, hopefully, that should take
care of 1t. So, don"t be alarmed If that
happens.

All right.

Ms. Blackwell: This is Ellen
Blackwell. Before Stephen starts, | just
wanted to say thank you, Stephen for being
with us today, and Stephen®s presentation is
part of a series of presentations that we
decided to embark upon 1n the Services
Subcommittee.

We had a wonderful previous
presentation from HRSA and our colleagues at
the CDC. Cathy Rice is with us today,
representing the CDC, and also a very
excellent presentation from Sam Odum, who

works with our colleague, Gail Houle, at the




Department of Education.

So, 1If anyone i1s iInterested in
looking at those presentations, Susan, |
believe that you have them available, 1f an
individual drops a line to the box at NIH, 1s
that correct?

Dr. Daniels: Yes, that i1s correct.
In the future, they will be up on the web, but
we are just in the process of making those
available on the web.

Ms. Blackwell: And, that would
include Dr. Shore"s presentation today as
well.

Dr. Daniels: Yes, you can just
email and ask for it.

Ms. Blackwell: Excellent. Well,
Stephen, we are so glad to have you with us,
and off you go.

Dr. Shore: Great. It"s great to
be here to be with people who are dedicated to
improving the lives of those of us on the

autism spectrum.
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As 1 was thinking about what we
need to bring forth, iIn terms of services, and
education, and helping people with autism, 1
was struck by the realization that what we do
for children with autism, whether 1t°s a
special method, or technique, such as the
Miller Method, or Applied Behavior Analysis,
TEACCH, Daily Life Therapy, and so on, really
what we are looking at are extensions of good
teaching practice.

And, the same holds for
accommodations that we make In our schools.
So, really, the gquestion i1s, how can we frame
what we are doing for children with autism in
the school, not as some sort of expensive add-
on that you place after the curriculum has
been developed, but more, how can we build
curriculum so that 1t speaks more to the
attendance of universal design, so that
everybody benefits.

And, one example of universal

design, for example, curb cuts or ramps that
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we see to buildings, where people with
mobility impairment. |If you watch people
walking into such a building, often you"ll see
that many more people will take the ramp
rather than climb the stairs, even i1f they
have two perfectly good working legs, and
that"s because the ramp is easier than stairs.

So, what was originally an
expensive retrofit or accommodation ends up
being useful to everybody, and that might be
an example of universal design.

So, let"s let the fun begin.

First, a little bit about me. 1 think you
know, | guess everybody here knows who 1 am,
and I"ve talked about 1n the past looking very
much like an egg at 24 hours of age.

But then at 18 months, what 1 often
call the autism bomb struck, where 1 lost
functional communication, had meltdowns,
tantrums, self-stimulatory activity.

However, 1 don"t know 1f we should

be calling 1t the bomb. Even though 1t may
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seem like that a bomb has exploded in the
lives of a family whose child has been
diagnosed, what may seem like a bomb has gone
off for the educator who is told that they are
going to have a child with autism included in
their classroom. Really, given that we have
much greater awareness of autism these days,
with an Incidence rate of about 1 percent.
And, with this awareness comes research, and
with research comes intervention.

So, for people with autism, 1 think
that means that leading a fulfilling and
productive life can become the rule, rather
than the exception.

And, we have the tools to do that
right now. OFf course, we need to continue our
research to improve what we have, but taking
what we have now there®s a lot we can do to
help people on the autism spectrum, and by
extension everybody else.

So, I was hit with the autism bomb,

you might say, 1t took my parents a full year
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to find a place for diagnosis. Fortunately,
that no longer i1s the case. There was so
little information known about autism, there
was no Autism Society of America, there
weren®"t other organizations in those old days
to support people on the autism spectrum.

And, upon being diagnosed the
professionals, as was common in those times,
recommended institutionalization to my
parents.

Fortunately, just like today, my
the parents of today, my parents advocated on
my behalf and convinced the school to take me
in about a year. And, 1t was during that year
that my parents implemented what we would call
In today®"s terms an intensive, home-based
early intervention program, emphasizing music,
movement, sensory integration, narration, and
imitation. It was probably most closely
aligned with one of the developmental
cognitive or affective approaches that we have

today.




14

There wasn"t very much from what we
now call Applied Behavior Analysis, however,
that doesn®"t mean ABA is bunk, all 1t means is
that my parents figured out what 1 needed, and
provided for that, and again, at a time when
even the concept of early intervention didn"t
exist.

What did they do? It was mostly my
mother. My dad was there, too, but In those
days 1t was the father"s job to be like a
saber-tooth tiger or a mastodon, and the
mother stayed home and did mommy-type things.

First, she tried to get me to
imitate her, which didn"t work. Then she
flipped 1t around, and when she began to
imitate me, | began to become aware of her in
my environment. We developed a bond.

Then she was able to move me along
to work on challenges of communication, social
interaction, and the other challenges that
people with autism have.

The key mmplication i1s that my
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parents developed a bond with me before we
were able to move on, and the key educational
implication 1s that a bond has to be developed
with the learner, a trusting bond, before any
good education can occur.

According to Arnold Miller, the
developer of the Miller Method, my parents got
inside of what i1s known as zone of iIntention,
my awareness of the environment around me.

Why don"t we fast forward to
adulthood, where I found university life to be
a utopia. It still is a utopia for me, that"s
why 1*m a Professor of Special Education, |
had more friends, 1T |1 wanted to ride my
bicycle at midnight I could find someone just
as strange as | was to also ride at midnight.

With college comes dating, still a
source of confusion to me, but I don"t need to
worry about 1t now, because 1"ve been married
to this wonderful lady for the past 20 plus
years.

More of what went on is 1In my book,
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Beyond The Wall, and at this time | now serve
as a Professor of Special Education at Adelphi
University, researching on matching best
practice to the needs of children on the
autism spectrum.

You might say that | spend most of
my time in a sheltered workshop for people
with Asperger®s syndrome, where those of us on
the spectrum are allowed, and sometimes even
encouraged, to perseverate on our favorite
interests. We get other people to perseverate
on these iInterests. Sometimes social skills
are not the best. Some people call this a
university.

So, moving along, looking at
children all over the spectrum. The spectrum
IS wide, i1t seems 1t"s incredibly diverse, and
upon looking at that my research, starting
with my dissertation on examining five
promising approaches for treating children on
the autism spectrum, stems from the fact that

during my doctoral program I noticed that
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there were a number of approaches, and what
also would happen i1s that people would tend to
get locked into these approaches, to the
exclusion of others, and to the detriment of
children on the autism spectrum.

I heard a lot of my approach, and
fill 1n the blank, Is the best approach, the
others aren"t worth looking at, and I saw
almost none, no research focused on matching
best practice to the needs of children on the
autism spectrum.

Every now and then 1°d see a study
that would compare two approaches, and what
would happen is that one approach, 1t"s almost
as 1T the decks of the cards -- the cards were
stacked i1n favor of one approach over the
other, so | didn"t think that that was a
really good way of going about that.

So, | set out to see what people
said about comparing approaches. There was
nothing there. So, 1t became important to me

to open this line of research of fairly
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comparing approaches and looking at where
theilr strength may be, towards the idea of
matching best practice to the needs of
children on the autism spectrum. | chose five
approaches. There®"s many more approaches than
the ones that we see here, but my dissertation
had to be finished some time In my lifetime.

And, this was just focusing on
education, then there"s biomedical approaches,
and various other techniques, such as sensory
integration, picture exchange communication,
inclusion, social stories and power cards.

And again, this information, while
It 1s scattered throughout the internet, you
can pour through the millions and millions of
websites to find i1t all, I felt that 1t was
important to put this all i1in one place, and
probably the best thing to say about this is
that I"m the dummy who wrote Autism for
Dummies, and that"s where 1t is.

So, what are some findings,

recommendations and conclusions of my study?
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No, I didn"t take matched groups of children
and give them different approaches, and then
measure what happened in the end. One reason
Is that given the diversity of the autism
spectrum 1t would be almost impossible to find
that number of children who could be matched
according to age, where they are on the autism
spectrum, previous experiences with other
interventions, home life, and so on.

So, | opened the research by
talking to key developers of these fTive
approaches that 1 mentioned earlier, and that
meant talking to lvar Lovaas, who then turned
me over to a student, Tristram Smith, and then
talking to Arnold Miller of the Miller Method,
and then talking to Serena Wieder of
Floortime, for example, and seeing how they
think about children on the autism spectrum.
How would they handle situations involving
challenging behaviors, how would they explain
challenging behaviors according to their

approach, and then handle these challenging
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situations according to their methodology.

So, here i1s what I found, and this
IS jJust a summary based on the conversation of
these fTive people. | also felt 1t was an
important time to do that, because at that
time autism had been around for a while as a
diagnosis, maybe 55 or 60 years, and the key
developers of most of these approaches were
still alive and 1 could talk to them. And,
that meant talking to people who had been
working at this for, In some cases, over 40
years.

So, 1n brief summary, contrasting
the approaches, and achieving desired
behavior, there"s a major contrast between
what practitioners of Applied Behavioral
Analysis does 1In order to do this, focusing on
achieving normal behavior, with undesirable
actions eliminated or redirected, the TEACCH
approach, the environment seems to be really
key 1In accentuating the strength of people on

the autism spectrum.
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As we move on to daily life
therapy, there"s a focus, a real focus on
leading a balanced lifestyle, physical, of the
physical, emotional, and intellectual
components of a child.

The curious thing about daily life
therapy i1s that i1t"s the only approach that
was developed for regular education, but it
seems to work really well for children on the
spectrum as well.

As we move on to Miller and
Floortime, DIR, the focus 1s now more on
development, where i1s the child
developmentally, and what can we do to close
the developmental gap, based on our
understanding of how the person with autism
perceives the work.

Now, which i1s the best approach?
And, I think that"s the wrong question to ask.
The question i1s, “which approach i1s best for
the child 1 am supporting at this time?’

And, In looking at these
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approaches, 1t seems that the behavioral
approaches, i1n general, were more
prescriptive, whereas, the developmental
approaches were more child-centered, and 1
found that to be very interesting as well.

Moving on, unique aspects and
contributions of every one of these
approaches, ranging from intensive data
collection, the i1dea of functional behavioral
assessment, positive behavioral support, these
are some real gifts that the Applied Behavior
Analysis people have given to us, looking at
autism as a culture, and adaptability to
foreign cultures, i1s what we see in the TEACCH
approach, Daily Life Therapy, and the Miller
approach as well.

Daily Life Therapy is very group
oriented, possibly due to 1ts Far Eastern
roots, being developed i1n Japan.

The Miller Method, again, is
developmental, the i1dea that using varying

amounts of order and disorder to help children
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on the autism spectrum be functional i1n the
world, and to understand their environment.
And, this 1s the only approach, at least based
on my research, that really focuses on varying
the amounts of disorder to assist people on
the autism spectrum.

Floortime 1Is -- seemed to be more
emotionally based, developing an emotional
connection with the student on the autism
spectrum, and also focused on working with the
family, which I saw In other approaches as
well.

So, what are some recommendations?
And, some of these are already being done by
the people working on the next version of the
DSM, the DSM-5. One i1s placing autism under
iIts own category, and finding a new home for
Rhett syndrome and childhood disintegrative
disorder.

What doesn"t seem to be happening
IS subtyping of autism. There are a couple of

people, namely, Serena Wieder and Arnold
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Miller, who seem to be pretty successful iIn
having developed subtypes of children with
autism, and then being able to match that
subtype diagnosis to treatment.

A multi-dimensional approach,
including the levels of severity, should also
be 1ncluded, and there are hints that that is
something that"s going to be addressed iIn the
DSM-5. I wish 1 had more information about
that.

At least at this time, it seems
that the concept of the autism spectrum IS SO
broad and diverse that the term has, actually,
become useless for planning intervention. So,
Is there a way that we can tighten up what
we"ve i1dentified, what we"ve diagnosed,
towards setting up an intervention.

There®"s a lot of research going on
globally, and 1 think the more that we can
collaborate, formally and informally, the
better off we"ll be.

Diagnostics | touched upon a little
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bit earlier, the idea of better subtyping, to
allow for closer matching of characteristics
and needs to intervention.

And also, looking into how
intervention helps or exacerbates other
commonly, co-occurring conditions, such as
ADHD, Tourette"s, post traumatic stress
disorder, and so on.

And finally, what 1t seemed to be
Is that working on helping people on the
spectrum seems to be progressing at a more
evolutionary, rather than revolutionary, pace.
So, the things that 1°d like to see going on
faster, at a faster pace, but I"m not sure
what we can do about that.

The spectrum of autism, as
currently conceived, 1s so wide that it"s
practically useless, because of such great
variation of presentation in people on the
autism spectrum. And, maybe we are dealing
with multiple conditions that express

themselves as what we call autism.
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For example, some people who | have
talked to i1in the biomedical arena believe that
what they are looking at maybe iIs not autism,
but i1t seems to look like autism, and 1t acts
like autism, but when biomedical i1ssues are
resolved there seems to be some great
improvement.

So, that was my best effort to take
a snapshot 1n time on how leading theorists
think about autism, and how to help people on
the autism spectrum lead fulfilling and
productive lives. And, 1 look forward to more
research in this area.

Now, moving on to what we see 1In
our schools. Educating children with autism
In grade school, what are some techniques that
we can use, and how can these techniques be
used to, actually, improve education for all
students In grade school. So, that"s what
makes me think of SWAT, and not special
lessons 1In tactics, but more special ways and

techniques for helping people with autism, and
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In return everybody else.

So, are we talking about special
ways just to teach people on the spectrum, or
are we looking at extensions of good teaching
practice. So, thinking back to where 1
mentioned before, the importance of developing
a good bond with the learner, maybe that"s
something that all educators should be
concerned with, whether they are teaching
children with autism, regular education, or
anywhere 1n between.

So, that"s what leads me to
examining to consider these nine educational
domains of accommodation. The work of the
people who developed Adapting Curriculum and
Instruction in Inclusive Classrooms did really
well, I believe, In categorizing
accommodations into the nine areas of size,
time, level of support, input, difficulty,
output, participation, alternate goals and
substitute curriculum. And, every

accommodation that 1"ve come across seems to
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fit Into one of these categories, sometimes
more than one.

So, let"s take a look at each of
these categories, and see how they might be
used to help people on the autism spectrum,
number one academically, and then two, for
social -- for inclusion, successful inclusion.

So, let"s consider one, such as
adapting the number of i1tems that a learner 1is
expected to learn or complete, or sometimes
this can be categorized as quantity of i1tems.

So, what"s an example? Well, let
us say I"m teaching a regular education class,
and now 1 have a student with autism in my
class. This i1s a -- let"s say this is an
English class. So, at the end of every week I
have a quiz of ten spelling words. The class
average over the past 25 years has been about
an 85 or an 87, so I"m pretty satisfied that
students are learning what they need to learn.

However, the person on the spectrum

in my class now has -- he can only prepare for
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five questions, or | should say five spelling
words. So, 1°d say, okay, 1°1l make an
adaptation to the curriculum, he has to only
do five, everybody else does ten. It turns
out he gets four or five right every time, so
It"s a good accommodation and everybody 1is
happy -

But, 1f we think forward to
transition to adulthood, i1s this person going
to get away with at half productivity at work
or at college? And, the answer i1s no. So,
can we look a little bit more deeply into this
1dea of size or quantity, and, perhaps, I can
try giving him a quiz of five on Tuesday, then
another quiz of five on Friday, when everybody
else 1s taking their quiz of ten on Friday.

And often, 1711 find that works,
because often people need a change iIn the
amount of information or chunking, as opposed
to a total amount of information to be
learned. So, that works, and that"s fine, but

the problem i1s, now 1 have two testing
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scenarios i1n one classroom, and that can take
a lot of time.

So, the question 1s, how can this
instruction or modification be engineered to
benefit the rest of the class, and what 1
might consider doing is restructuring the
curriculum where everybody gets a test, or a
quiz of five questions, twice a week, once on
Tuesday and once on Friday. And, in this way,
my curriculum has expanded to be inclusive of
more people, there i1sn"t any special
accommodation in this case, but the person
with autism or anybody needing their
information 1n smaller chunks 1s now
appropriately served. So, this i1s what 1 mean
by taking a look at accommodations and
considering them as extensions of good
teaching practice.

And, what about time? Often, when
we think about time, the default iIs extra time
on a project for an assessment. Maybe what

the person on the autism spectrum needs 1s
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help with conceptualizing the time line with
intermediary deadlines written out on a piece
of paper. So, I might spend some extra time
during break, or after school, working this
time line out with a person on the autism
spectrum.

However, might it be that the whole
class would benefit from some time spent on
the iIntermediary deadlines, instead of just
saying this 1s a long-term assignment, ten-
page assignment, and 1t"s due at the end of
the semester. And, in that way, by giving
everybody a time line as a handout, or
spending some time talking about it at the
front of the room, everybody benefits, and the
person with autism or anybody who needs a
little bit of extra help with executive
functioning i1n this area i1s also served.

Level of support, how much
assistance, personal assistance, 1Is needed by
a specific learning. Most teachers would

probably agree that there i1sn®"t enough time to
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provide support to all students. So, one
possible way might be to engage other students
as peer buddies, teaching assistants, peer
tutoring, or cross-age tutors. And, In this
case students are learning from other
students. For the student who has mastered
the material quickly, or maybe didn"t even
need to be taught, they get a deeper
understanding as you really have to know and
understand a subject before you teach 1t. And
also, there®s the social implication of the
two people becoming friends, as iIn this case a
regular education student helping somebody on
the autism spectrum.

It"s also important to consider
tutoring In the other direction, there may be
areas where the person with autism may have
expertise and be able to help someone who
maybe has autism or maybe a regular education
student.

How 1s information being presented

to the learner? Most education still seems to
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involve a lot of the teacher doing a lot of
blabbering 1n front of the room, students
absorb iInformation, and then they regurgitate
it later on on a test, and depending upon how
much they regurgitate that determines their
grade.

However, 1 think we"d be better
served, students with autism, and everybody
would be better served, It we were able to
engage as many of the senses as possible,
hands-on activities. Some people on the
spectrum may learn better by doing, rather
than by listening, or, perhaps, by seeing, or,
perhaps, by listening rather than seeing.

Everybody has preferred learning
modalities, whether they have autism or not.
So, for those of us on the autism spectrum,
those learning modality preferences seem to be
an extreme, to such an extreme, for example,
that I have a friend with autism with a verbal
IQ of over 200, but -- and those of you who

are familiar with scoring IQ tests know they
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don®"t go that high, so 1t"s just a guess.

However, she"s just unable to get
any useful information from a map. She i1s the
most non-visual person 1 know. So, yet, she
has autism, so that"s what I mean by extremes
of modality. Whereas, most people can learn,
at least to some extent, through any one of
the senses.

Difficulty? Maybe we have to adapt
skill level or problem type, rules on how the
learner may approach the work. So, for
example, perhaps, somebody with autism Is just
unable to do math in their head. 1It"s good if
people can do math in their head, but some
people just may not be able to at a particular
time.

So, would 1t be better to provide
an aid, such as a calculator, so that the
person on the spectrum can grasp the concepts
of math i1n this case, and then later, i1If they
are ready to do math in their head, 1t may

work .
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Now, 1 know I did something like
that for myself, | had difficulty learning the
time tables, and I would spend hours iIn my
bedroom just going over multiplication
problems, using this slide rule contraption
called a multiplier pencil box, and then
eventually I learned to reverse engineer 1it,
so that 1t would help me with long division as
well. Now I can do these things In my head.

Output, how can the student respond
to Instruction? Maybe -- are there other ways
than just verbal or written communication to -
- for a student to demonstrate that they know
the answer.

I had a situation in a college
course, teaching electronic music. | gave an
assignment where students were expected to
list the components iIn the electronic music
lab, and indicate their function. One student
came up to me, this was a great case of self-
advocacy, he said to me, you know, 1 have

enough ADD to sink a battleship, and plus, my
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handwriting i1s so messy you won"t be able to
understand 1t, so I"1l just fail the test, I
might as well not take 1t.

However, i1f you let me go into the
lab to draw a map of how the components are
interconnected and how they work, then 1 can
probably do better and still demonstrate that
I understand the material.

So, 1 let him do that, and he drew
a great map, and 1t seemed to be a good
assignment to address the visual aspects of my
students, and 1 ended up using that
assignment, draw a map of the electronic music
studio, iIn subsequent semesters. So, there"s
a lot that can be learned from students as
well.

So, let us say we have this
situation of a weekly geography quiz, and the
challenge i1s to locate a number of countries,
India, South Africa and Germany, by indicating
which are the countries they border on, and in

what direction. So, Canada might be --
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Canada®"s placement might be expressed as being
bordered by the United States in the south and
SO on.

However, we have Elijah here, who
Is an elementary school student with high
functioning autism, sitting frozen in fear
because he just can"t put Into words where
these countries are, and fails at this type of
test again.

Now, further looking into Elijah"s
characteristics, we see that he has difficulty
In creative writing and mathematics, but when
he receives sufficient support from his aid he
performs at above grade level In drafting
class and 1n computer-aided design.

So, what might be causing Elijah to
have such difficulty in class? And, It might
be that he has difficulty converting
graphically-based information into word-based
information. For him, language, just like
with Temple Grandin and many other people on

the autism spectrum who are visually based,
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verbal communication i1s, actually, more like a
second language. But, as we know from people
such as Temple Grandin, when relying on a
graphical ability that they are able to make
great contributions to society as a result.

So, that may be what"s happening to
Elijah. 1Is there a way to employ his strength
to allow him to achieve success iIn class?
And, as we look at his characteristics and his
strengths, we see that he"s pretty good at
drafting class and computer-aided design,
which pretty much gives us the answer. How
can we engage his skills and abilities in
computers and iIn drawing on the computer with
drafting, to demonstrate that he understands
where these countries are located? Perhaps,
there®s a map program, where he can drag
outlines of maps to where they are supposed to
be located on a globe.

And then, getting on to how can
this benefit the rest of the class, how might

these i1nstructions be modified to help Elijah
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and possibly other students in class. Might
we provide this as an option for other
students, i1n addition to the possibility of
writing 1t down 1In a word-based manner.

Participation, to what extent can a
learner be involved i1In a task? The child on
the spectrum, who maybe is unable to
participate at the same level of others, maybe
they can hold the globe while pointing out
location.

A student with ataxia, for example,
in physical education, maybe could serve as a
cheerleader from the stands during the game.

Or, maybe even better yet, 1s there
a way in which to engage the student in that
game of soccer, or football, or whatever it
might be? Might there be a way to bring the
student right out onto the field and to push,
kick, use his hands or whatever, to push that
ball towards the goal.

So, these are things that we need

to think of.
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What about alternate goals or
outcome expectation? Maybe a student, no
matter how many accommodations we develop, is
unable to participate at the same level In a
geography class, and maybe we should expect
them to locate states of the United States,
and not have to locate states and capitols, as
everybody else i1s assigned to do.

Success 1In music, and music IS an
important part of the curriculum, and is often
a place where people on the spectrum, and with
other differences, often 1t"s the only place
where people on the spectrum and other
differences may be able to excel.

So, let"s consider Valerie, who is
In senior chorus, she receives intensive
support from an aide. She has a well-planned
behavioral program. However, she continually
vocalizes or moans at a low pitch, whether her
section iIs singing or not. She"s also a
pacer, she has to walk around the room, and

iIt"s difficult to get her to stop doing that.
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As a matter of fact, they found i1t"s
impossible.

However, you notice that Valerie 1is
much quieter when she i1s pacing around the
room. So, the music director has come to you,
he®"s deeply concerned about the possible
negative effect of this behavior for the year-
end concert of international music. So, what
does one way to help -- how might we help the
music director, while keeping Valerie
meaningfully i1nvolved iIn the rehearsals and
the performance?

What may be causing Valerie to
behave 1n this manner? Perhaps, her moving
around regulates her to such a point, and
gives her enough body to environmental
awareness, that she doesn®"t have to vocalize,
which may be another attempt on her part to
understand where her body 1s In space.

How can we meaningfully employ
these behaviors to include her iIn remaining

rehearsals and performance, and what might
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this look like during the performance? So,
what 1s an interesting way of looking at
educating Valerie in a meaningful way so that
both she benefits and the other students.

And, one possibility might be, i1s to --
instead of expecting her to do something that
seems impossible for her to do at this time,
give her something else that"s meaningful.

She needs to walk. She needs to pace. And,
one possibility might be to give her a flag of
the country, that represents the country being
sung In the international concert of music,
and let her walk around the auditorium with
this flag, and make that part of the
performance, a meaningful part of the
performance.

Substitute curriculum, sometimes,
for example, we"ll have to provide different
instruction and materials, so that a student
will be able to meet the goals of the
curriculum. Suppose a student has great

difficulty with writing, writing class, and
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maybe we need to take her aside and teach her
how to get around on a keyboard, on an
AlphaSmart or a computer keyboard, with the
goal of returning her to the class so that
when 1 have these 20-minute writing sessions
at the end of class she"s able to participate
just everybody else 1s.

But, 1t"s also important to make
sure this doesn"t turn into what I call
geographical inclusion, which i1s where we have
a person with autism or other difference
sitting in the back of the room, perhaps, with
their aide, doing something totally different
from what i1s going on iIn class, and then
people say that"s inclusion because they are
In the same physical space. But, really, what
we are looking for i1n terms of inclusion is
meaningful 1nvolvement of the person with
autism 1n school, the community, employment
and i1n their residence. And, just like
everything else, i1nclusion i1s also a spectrum.

Often the question of fairness
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comes up. Is i1t fair to provide somebody with
accommodations that they may not --
accommodations that seems like they are giving
them an added advantage. And, | think the
problem that people often say i1s that this
myth that everybody has to be treated the
same. And, continuing along this belief, 1t
looks like -- I can"t tell 1T Kate 1s wearing
glasses or not, are you wearing glasses?

Okay, Kate is wearing glasses. Oh, yes, and
you are wearing them, too. All right, the
three of us wearing glasses. Lee might be,
too, but he"s looking straight at me so |
can"t tell. Yes, all right, so we"ve got four
of us, four out of five people wearing
glasses. We need these glasses as an
accommodation to see, but are we at an unfair
advantage from the others who don"t seem to be
wearing glasses? And, if that"s the case,
then, perhaps, we need to take the glasses
away from those of us who are wearing glasses,

because they are at an unfair advantage.
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But really, what we are doing i1s we
are just providing for people®s needs,
providing Lee, myself, Kate, all of us wearing
glasses, with an equal opportunity to be
successful, not in a school room iIn this case,
but 1n engaging In our conversation for this
Subcommittee meeting, and 1 think this is how
we need to treat accommodations in school as
well.

This all speaks to the i1dea of
universal design. How can we design
curriculum In a way that it accesses the
greatest number of students possible, those
with autism, those with other conditions, and
regular education students as well?

The accessibility ramps that we see
in buildings, that"s one example of universal
design. As we look at classrooms, how can we
apply universal design, or the elements of
universal design, to benefit the greatest
number of students, considering, for example,

inclusive classroom populations. The question
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iIs, how can I deliver my materials, create and
deliver my curriculum materials, so that 1 can
access the greatest diversity of learners
possible, so that | use the senses of sight,
touch, taste, hearing, even smell, kinesthetic
sense, so that everybody benefits from using
all of their senses, and those people who have
particular preferences, even extreme
preferences for only one sense, they are still
able to learn.

Defining the iInformation, so in
other words, being clear, being very clear as
to what we are supposed to teach. | remember
in grade school, i1t seemed to me that the job
of the student, when I was a student iIn grade
school, 1t always seemed that my job was to
guess what the teacher wanted us to learn.
And, 1t shouldn®t be a guessing game, a
student should know exactly what needs to be
learned.

Accessible and non-brased material,

so we are talking about material that isn"t
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biased against people with autism, and against
people of other cultures as well. Some of us
look at autism as a culture, so avoiding
culture bias.

So, the curriculum that doesn"t
reach everybody is, how amenable is it to
accommodations. So, in other words, being
mindful of the fact that, perhaps, certain
concepts need to be converted into Braille or
read out loud, 1f it"s 1In printed form.

Being simple and clear, make sure
the student understands the test. |1 mean,
It"s something that seems obvious. Sometimes
I don"t see enough attention being paid to
whether the student understands, number one,
what 1s on the test, and then two, exactly how
to take the test. Readability and
comprehensibility, again, that speaks to being
clear, simple and direct, using a font that"s
easy to read, a large font, so that everybody
can read, and these are just some things that

I think of when 1 think about universal
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design, so that students, both with autism and
other special needs, and regular education
students, can be successfully served iIn
education.

So, I get back to that question, as
to whether we should be talking about special
ways and techniques just for people with
autism, or are we looking at ways of expanding
how we teach so that curriculum planning and
delivery are really just extensions of the
teaching practice.

Thank you very much, and I think we
have a few minutes for questions.

Ms. Blackwell: Hi, Stephen, and 1
want to thank you so much.

Dr. Shore: Hi, Ellen.

Ms. Blackwell: I, actually, do
have a question.

I get the sense, you know, that you
work a lot 1In inclusive school environments,
and as you may recall we had a presentation on

inclusion at our last full IACC meeting. So,
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I kind of wanted to get a sense from you
about, you know, I think 1t"s hard for
parents, you know, especially parents of
younger children, to make decisions about
where their child 1s educated. But, do you
have any guidance or sense of, you know, how
things work in an inclusive setting versus a
segregated setting?

Dr. Shore: 1 guess I have to ask
you to rephrase the question, because 1"m kind
of stuck on that last phrase, how things work
in an inclusive and non-inclusive setting.

Ms. Blackwell: Well, it sounds
like most of your work is done In settings
where children are included in regular
classrooms.

Dr. Shore: Yes.

Ms. Blackwell: 1Is that correct?

Dr. Shore: Yes, that"s correct.

Ms. Blackwell: Okay. So, you
know, you feel that that can be done, you

know, with accommodations successfully, right?
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Dr. Shore: Right.

Ms. Blackwell: And, would you say
that inclusion overall 1s, you know,
beneficial to the person with autism, or
should be considered first?

Dr. Shore: Well, I think we all
need to have a bias to inclusion. The ideal
i1s that we would have 100 percent of iInclusion
all the time for 100 percent of the people.

But, unfortunately, the reality of
availability of resources and materials rears
its ugly head. 1 mean, let us suppose we have
somebody with autism who 1s having severe
emotional outbursts, and they are throwing
chairs around the room, and they are throwing
scissors, and they are just disturbing the
class. Should that person be included i1In the
class at that point?

And, the answer i1s, we need to find
a way to deal with those issues, so that,
number one, that student isn"t a disruption to

the class, and two, how can we work 1t so that
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we can work in as much inclusion for that
student as possible, perhaps, by addressing
other issues related to emotions, behavior,
perhaps, sensory issues, biomedical i1ssues, so
that that student is also more comfortable in
that environment.

So, 1 think the best way to look at
it 1s, having a bias towards inclusion, with
the realization that you can"t always have
inclusion.

Mr. Ne’eman: This iIs Ari.
Actually, I joined the call a little bit late,
but just as your presentation was starting,
Stephen, I was pleased to have the chance to
hear all of 1t. It was excellent.

I guess | have one question. You
mentioned in the beginning that a lot of your
work has been around comparing different
service provision methodologies, particularly,
In regards to early intervention, and various
educational methodologies.

You know, as we start to look at
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the policy implications of our discussion, you
know, obviously, one of the big things that
comes up i1s things like Insurance mandates,
and reimbursement for certain kinds of
services, and, you know, I guess my question
to you 1s, do you see there to be any kinds of
risks arising with privileging some
methodologies over others, as states and
public programs make decisions as to what
kinds of educational methodologies to make
available, and what kinds not to?

Dr. Shore: 1 think what we need to
do 1s examine the idea that different
approaches work for different people, and that
privileging a methodology, or even just a few
methodologies, written into legislation as a
requirement, I think that could be dangerous.
And, what we really need to do iIs to have the
option of selecting from a number of promising
methodologies.

For example, for one student an

approach derived from Applied Behavioral




53

Analysis may work just fine. For the next
student, perhaps, they"d be better served by
the Miller Method, Floortime, Daily Life
Therapy, or some other.

So, what I would really like to
see, the type of wording 1°d like to see iIn
legislation 1s not, for example, 40 hours of
ABA, or 20 hours, or any number, but rather, a
certain number of hours, and 1f we look at
educating children with autism that was
published, 1 think 1t was 1n 2000, they
recommended 25 hours, a minimum of 25 hours,
so that"s a baseline that we can start with,
and again, not legislating particular
intervention, a particular intervention, or
particular interventions, but being able to
select from a pool of promising iInterventions.

And, of course, our challenge i1s to
define what i1s a promising intervention.

Ms. Blackwell: This i1s Ellen, and
I would just add that we had an excellent

presentation in, 1 believe, October of 2009,
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from Tony Charman, C-H-A-R-M-A-N, from London,
who, actually, took a lot of information about
the evidence base behind various types of
Applied Behavioral Analysis base treatments,
and 1t 1s available I know on the NIH webcast
site, and | believe that Dr. Charman®s
presentation is also available from NIH on
request.

I think that"s an excellent answer,
Stephen, and, you know, I would have to say
that after listening to his presentation,
obviously, one size does not fit all.

Mr. Ne’eman: 1 think that seems to
be exceedingly good sense. Stephen, thank you
very much.

Dr. Shore: You are welcome, Ari.

Ms. Resnik: This is Denise Resnik.

Stephen, thank you again for an
excellent presentation. What you said
resonated with me on so many levels, and i1t
does make a lot of sense.

I wanted to inquire a bit more
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about the Miller Method that you referenced.
Is there empirical data on that intervention?

Dr. Shore: Empirical data, there®s
very little empirical data and evidence-based
data on all of these interventions,
unfortunately. We really need to find a way
to fairly assess and compare interventions,
compare between iInterventions.

There 1s some research on the
Miller Method, 1f you go to the Miller Method
website, millermethod.org, that will lead you
to more information about the approach.
There®s also a book written by Arnold Miller
called, surprisingly, The Miller Method,
published by Jessica Kingsley, which also will
provide some additional insights on this
approach.

Ms. Resnik: Okay, thank you.

Ms. Blackwell: Denise, this is
Ellen.

I don"t know 1If 1"ve mentioned 1t

before, but CMS and NIMH co-sponsored a study
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that we published i1n March of this year.
Unfortunately, | had some trouble getting it
up on our website, but 1t 1s available on our
contractor"s website, I-M-P-A-Q, Impaq
International, and 1t 1s a study of the
evidence base behind various i1nterventions for
people with autism.

Ms. Resnik: Excellent, Ellen,
thank you.

Ms. Blackwell: That"s an excellent
reference 1T you have not had a chance to look
at i1t.

Dr. Shore: 1 think I know the
study you are talking about, that"s a very
good study. 1 think 1t was released just this
year, in 2010, maybe February.

Ms. Blackwell: Yes. Yes.

Ms. Resnik: Could we put that
website 1n the follow-up notes?

Ms. Blackwell: Could you do that,
Susan, or maybe even a link on our --

Dr. Daniels: We could put it iIn
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the minutes.

Ms. Resnik: That would be great.
Thank you.

Mr. Ne’eman: Can 1 just add to
that, the Institute for Education Sciences
recently posted some iInformation assessing the
evidence base behind, 1 believe, Applied
Behavioral Analysis, and recently posted that
on i1ts website, and certainly, came to some, |
think, very intriguing and very important
conclusions.

So, 1T we can put that on the
website as well, 1°d be glad to send the link
to OARC.

Dr. Daniels: Yes, Ari, 1f you can
please send me the link and we"ll put 1t In.

Dr. Shore: Thank you, Ari.

Mr. Grossman: This is Lee, and I
have -- I1"m going to take moderator privilege
here and take the last question. We have to
move on in our agenda, but I will —- 1 did

want to ask you, Stephen, and this 1is
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piggybacking on what Denise"s question was
about empirical data.

What 1s your feeling on the need
for empirical data to validate any particular
type of methodology, intervention, service,
support, for people with autism?

And, the reason | ask that is
because, 1t seems as though we have to be more
eclectic i1n nature, and look at what the
individual needs are, and not to put words in
your mouth, but 1 kind of wanted to hear what
your feeling was on either one of those.

Dr. Shore: Well, I think you are
addressing the issue that it"s very hard to --
It"s very hard to research or develop research
studies on these approaches the way -- using
traditional means. And, that"s because human
development i1s really, really messy, and i1t"s
hard to measure with the particular tools that
we have.

And, that"s why I think i1t"s --

that"s why I like to use, consider the term
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"promising approaches,' as opposed to
evidence-based research approaches, because 1f
we open the field up to promising approaches,
where we®"ve seen that these approaches have
done some good, 1f we have a good amount, we
have to define what good amount is, sufficient
amount of anecdotal evidence from parents, and
from clinically-based studies, then we need to
take that into consideration.

Mr. Grossman: Thank you, Stephen.
I thought that was superb, and we appreciate
very much you sharing this information, and
I"m going to move on to our next agenda point.

Dr. Shore: My pleasure. Thanks,
Lee.

Ms. Blackwell: Yes, and 1 echo
that, Stephen. Thank you so much for adding
to our roster of excellent speakers. We
really appreciate your participation, and I
know 1t"s hard for you sometimes with your
schedule to make the time. So, thank you so

much for doing that today.




60

Dr. Shore: No, my pleasure.

Ms. Blackwell: Okay, so as Lee
said, we are not together, 1t"s a little bit
hard for us to moderate a discussion when we
are in different places, but our next agenda
item 1Is to discuss our workshop, which is
planned for November 8, 2010 at the Rockville
Hilton, and we have a draft agenda, and i1t 1is,
indeed, a draft.

And, 1 would have to say that it
also relates rather closely to the next agenda
item, which is the discussion of the Roadmap
and making the recommendations to Secretary
Sebelius. So, Lee, feel free to chime in, but
I would have to say that in developing this
agenda we came up with a theme. We worked
very hard with the staff at OARC. Thank you,
Susan and Della Hann, who iIs not with us
today, and the theme i1s "Building a Seamless
System of Quality Services and Support Across
the Life Span.™

And, when Lee and | first started
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talking about the workshop, you know, we kind
of had several different aims. One was to
look at cost effectiveness, because of the
strains that today"s fiscal systems,
particularly, state education systems, and
state developmental disability systems, are
facing right now. So, we kind of had that as
an underlying theme, and then we also wanted
to look at systems that are working well that
might offer -- not just examples for other
jurisdictions, states, school systems, or
developmental disability systems, but also
speakers and i1deas that could be used to
develop, perhaps, a set of recommendations
that could be given to the Secretary by the
end of this year.

So, that"s kind of where we started
out with the draft agenda. So, Lee, do you
have -- what would you like to add?

Mr. Grossman: 1 think you are on a
good roll there.

Ms. Blackwell: Okay, and we had,
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as Susan will attest, you know, many
discussions, but 1f you -- again, and sort of
taking our agenda items backwards, but we have
some new members on the Services Subcommittee,
and I know that today you were sent a copy of
the 2005 Roadmap, which was developed by the
previous Services Subcommittee, and also a
document that we developed 1In February of
2009, which was really more of sort of a
shorthand roadmap.

We took what we thought were really
the best things from the roadmap, and we tried
to Integrate some of the feedback that we got
from the public, and then we got, we actually
got a little mixed up, frankly, because the
next step was to start looking at areas that
the public and others had identified as
problematic, and where we could make
recommendations.

So again, that"s where we thought
we might be able to go with this meeting,

certainly, systems reform is always at the top
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of our list here at CMS.

So, that"s kind of where we went
with this draft agenda, and 1 have to say that
it was almost, for me, I"m looking at a file
almost two feet thick, there were so -- there
are so many areas that need to be addressed
that I don"t think 1t"s possible, In fact, 1
know 1t"s not possible, for us to address all
of the areas where we might make
recommendations in one day. So, | think that
Lee and I would both agree that this workshop
IS jJust a start, and that we can certainly try
to highlight some of the problem areas where
we might want to make recommendations to the
Secretary on November 8th, but i1t 1s by no
means the end, 1t is simply the beginning.

Does anyone have any comments?

Dr. Houle: Ellen, 1 -- this is
Gail, 1 am going to have to leave the meeting
for about 45 minutes, I"ve been called away,
and then I*1l1 join again. So, 1f you don"t

hear me making any comments on services, it
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may not be because | don"t have any.

Ms. Blackwell: Okay, maybe we
could table our discussion of some of the
educational i1tems until you get back.

Dr. Houle: Okay, that would be
great. Thanks.

Ms. Blackwell: That would be good.

Anyone else have comments about --
you know, so far as, you know, this being one
of several meetings?

Ms. Resnik: Ellen, this is Denise,
and when you talk about this being one of
several meetings, so this workshop being one
of several meetings?

Ms. Blackwell: Yes. |1 think there
are so many areas that we can address, Denise,
I, actually, myself go, oh, employment is an
area where we could have a whole day on
employment, and there are just so many things
that we could talk about and look at, as far
as recommendations, that employment 1s,

actually, not on this agenda.
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So, and then there were other
programs that I ran into that 1 just thought
were really interesting, that we just don"t
have time for. So, | sort of stuck those back
in my folder and went, well, maybe these are
things we could do through a larger -- at one
of our regular meetings, or we can ask the
IACC 1T we could have another workshop.

Ms. Resnik: Yes.

Ms. Blackwell: Susan, isn"t that
something that we have the ability to do?

Dr. Daniels: This i1s Susan.

Yes, we may want to plan a
different workshop for another time, so you
don"t have to feel like we need to include
every single topic 1In one workshop.

However, 1 wouldn®"t be planning to
have six workshops i1n one year, or anything
like that.

Ms. Resnik: And, this i1s Denise
speaking again, with that in mind, 1 think it

would be helpful 1f we could identify what
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those other topics would be, so that we do
manage expectations and the demands as we know
from this community, 1In terms of what, you
know, we are all looking for, and, perhaps,
talk about a phase 1, phase 2, phase 3
approach even, that i1if you are wanting -- and
I appreciate the aggressiveness of the
deadline In terms of looking to get something
to the Secretary, in terms of initial public
policy recommendations by year end, but then
looking at, perhaps, a more expansive
strategic effort, in terms of delving a bit
deeper i1Into some of those policy
recommendations, as well as adding some new
topics during 2011.

And, I think 1t would be great if
we had a roadmap that could help, you know,
manage some of the, you know, again,
expectations and articulate where we as a
Services Subcommittee are going with public
policy, understanding that this may be an

initial set of recommendations, and that more
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would be forthcoming, based on a process that
we are setting up.

Dr. Daniels: |1 would like to just
remind you of that the IACC Sunset on
September 30, 2011, and so the urgency to get
some recommendations completed before that is
real, and so you might want to consider, yes,
you may want to do other things iIn the future,
but to try to finish something before that
Sunset date hits.

Mr. Ne’eman: This i1s Ari —-

Mr. Grossman: Wait, Denise and
Ari, just to remind you, the next agenda item
iIs, actually, going to do that. What we are
going to be looking at, what the roadmap is,
and 1 would think that we are going to want to
put timelines i1n there, too, i1n terms of how
the Services Subcommittee will move forward.

This notion of urgency, it"s there,
It"s real, and 