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PROCEEDINGS
10:03 a-m.

Dr. Daniels: So I*"d like to
welcome everyone to the Joint Meeting of the
IACC Safety and Services Subcommittees. We-"d
like to welcome all of our IACC members,
attendees who are here with us in the audience
and our listeners on the phone and the
webcast. Just a housekeeping note, for those
who are listening in on the call and watching
the webcast there®s a 45-second delay in the
sound and so you may want to listen to one or
the other to make i1t easier for you.

1"d like to welcome you all for
this meeting. We are going to be discussing
the really important issue of seclusion and
restraint. There are a lot of complexities to
this 1ssue, many different agencies involved
at different levels and many concerns from the
public and so we wanted to be able to delve
into this topic at a level where the IACC

members could really explore the issue iIn




depth and so we have put together this program
today. And 1°d like to thank all of the 1ACC
members who assisted with preparing this
program. 1"m going to start by doing a roll
call for members of both subcommittees. Ellen
Blackwel1?

Ms. Blackwell: Here.

Dr. Daniels: Cathy Rice?

Dr. Rice: Here.

Dr. Daniels: Henry Claypool -- or
Rosaly?

Dr. Correa-de-Araujo: Rosaly.
Very different from Henry Claypool.

Dr. Daniels: Yes, sorry. You're
the -- standing in for Henry. Lee Grossman?

Mr. Grossman: Here.

Dr. Daniels: Gail Houle?

Dr. Houle: Here.

Dr. Daniels: Larke Huang?

Dr. Huang: Here.

Dr. Daniels: Sharon Lewis i1s on

her way. Christine McKee?




Ms. McKee: Here.

Dr. Daniels: Ari Ne"eman?

Mr. Ne"eman: Here.

Dr. Daniels: Lyn Redwood?

Ms. Redwood: Here.

Dr. Daniels: Denise Resnik?

Ms. Resnik: Here.

Dr. Daniels: Stephen Shore?

Dr. Shore: Here.

Dr. Daniels: Alison Singer?

Ms. Singer: Here.

Dr. Daniels: Bonnie Strickland?
And 1 believe Bonnie may be joining us a
little bit later. So most of our members have
arrived and so 1*d like to go through the
minutes for each subcommittee. |If you look in
your packets, you have copies of the minutes
from the Safety Subcommittee and the Services
Subcommittee, so 1°d like to do the Safety
Subcommittee first and you only need to
provide comment or votes for the subcommittees

on which you sit. And so for the Safety




Subcommittee, are there any comments for the
minutes, any changes that you see that need to
be made?

Ms. Redwood: No, | don"t see any,
Susan. | think they look great. 1°1l1 make a
motion to approve and call for further
comment.

Ms. Singer: 1 second the motion.

Dr. Daniels: Okay. All 1n favor?

(Chorus of ayes)

Dr. Daniels: Any opposed?

(No response)

Dr. Daniels: Any abstaining?

(No response)

Dr. Daniels: The motion carries
and we"ve accepted the Safety conference call
minutes from March 16th. Then we"re going to
be looking at the minutes of the March 29th
meeting of the Services Subcommittee. Are
there any comments on these minutes, any
corrections that need to be made?

Ms. Blackwell: Susan, | had sent




some corrections yesterday | just wanted to --

Dr. Daniels: Yes.

Ms. Blackwell: They"re technical
corrections, so.

Dr. Daniels: And those have been
noted, thank you. Any others?

Mr. Ne"eman: Susan?

Dr. Daniels: Yes.

Mr. Ne"eman: This is Ari. You
asked as to whether or not 1 was referring to
the HHS Office on Civil Rights or a different
office on civil rights.

Dr. Daniels: Yes.

Mr. Ne“"eman: |1 was referring to
the HHS Office on Civil Rights.

Dr. Daniels: Okay.

Mr. Ne“"eman: Although I believe
that Jeff was referring to the Civil Rights
Division iInside the Department of Justice.

Dr. Daniels: Okay, thank you. We
will duly note that and make sure that that"s

carried through in the minutes. Any other
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comments? Okay. Is there someone who"d like
to make a motion to accept the minutes?

Ms. Blackwell: So moved.

Dr. Daniels: Second?

Dr. Shore: Second 1it.

Dr. Daniels: All 1n favor?

(Chorus of ayes)

Dr. Daniels: Any opposed?

(No response)

Dr. Daniels: Any abstaining?

(No response)

Dr. Daniels: The motion carries
and the minutes from March 29th have been
accepted. And these will be posted on the
IACC website very soon. So with that 1°d like
to turn the meeting over to our co-chairs of
each of the subcommittees, Lee Grossman, Ellen
Blackwell, Lyn Redwood, Alison Singer and
Sharon Lewis, who will be joining us shortly.

Thank you.
Mr. Grossman: This is Lee

Grossman. | am the co-chair of the Services
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Subcommittee for the Interagency Autism
Coordinating Committee. 1 want to thank the
committee members for being here, the people
in the audience and those viewing through the
videoconferencing or on the conference call.
Thank you for being here for this very, very
important day of presentations that we"re
having on seclusion and restraint. And people
have asked, why do a workshop on seclusion and
restraint? Well, we found that this is
something that Is a pressing issue here 1n the
United States and something that the
Interagency Autism Coordinating Committee
should begin to address. Not only that, we"re
not really sure exactly the percentage of
people with autism spectrum disorders that are
-- have been subjected to seclusion and
restraint but we do note the reports by
professionals, family members and individuals
with ASD that seclusion and restraint does
occur and 1t does occur at an alarming rate.

This 1ssue continues to go on unabated and 1t
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needs action to address i1t and that i1s one of
the purposes of the workshop today.

We also know from the Government
Accountability Office"s report that hundreds
of allegations are fTiled that children have
been abused, and In some cases died, as a
misuse of seclusion and restraint. And also,
as was presented at Chairman Miller, who is
the chair of the Committee on Education and
the Workplace in the House of Representatives,
at his hearings, that unlike hospitals and
other facilities that receive Federal funding
there are no Federal laws that address how and
when seclusion and restraint can be used iIn
schools. Currently only 23 states have
meaningful seclusion and restraint laws or
regulations, only 13 states ban restraint that
Iimpedes breathing and only 10 states ban
mechanical restraints and 10 states ban
chemical restraints. So this 1Is an i1ssue that
we Tfeel certainly needs to be addressed,

because there i1s a disproportional number of
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people with disabilities and with autism that
are now affected by these lack of legislations
and regulations and the misuse of seclusion
and restraint.

The true purpose of today”s
workshop 1s to hear updates on the activities
from our Federal agencies and to take their
comments and to make recommendations to the
full Interagency Autism Coordinating
Committee. And from there hopefully the full
IACC will act upon the recommendations and
forward them on to the Secretary of HHS,
Secretary Sebelius. We want to hear from our
presenters on what their recommendations
should be to the IACC and we also want to know
since the IACC can only make recommendations
to the Secretary of HHS, what their
recommendations would be to engage other
Federal agencies such as the Department of
Education and the Department of Justice in
these recommendations. And with that 1™m

going to thank all of you for being here and
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then turn the mic over to Alison Singer.

Ms. Singer: Thanks, Lee. This 1s
Alison Singer and 1 am the co-chair of the
Safety Subcommittee. | want to add my thanks
to Susan Daniels and the team at OARC and
everyone who"s participated iIn putting
together today®s conference. |1 also want to
thank the co-chairs of the Services
Subcommittee and all the members of both
committees.

As Lee pointed out, i1ssues of
restraint and seclusion are of grave concern
to the entire autism community and 1 think Lee
just did a very nice job outlining the gravity
of the situation. One of our goals at the
Safety Subcommittee is to look at safety
Issues and not just talk about the problems
and how to solve them, but to break down the
Issues i1nto manageable, actionable steps and
then begin to actually take those steps. We
are doing that with the wandering issue and we

also need to do that with restraint and
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seclusion. In the past, 1 think, the tendency
of the autism community has been to look at
these i1ssues and discuss them, but then become
stymied and overwhelmed by the magnitude of
the problem which resulted in having these
conferences and white papers being written and
long lists being drawn up, but no action being
taken. It"s very hard, 1t"s almost impossible
to prioritize issues of safety, because they
all deal with life and death. But we have to
make hard choices here and we have to agree
that to take some action step i1s better than
to talk about taking more steps, and that the
decision to take steps on some issues does not
In any way mean that the issues that we are
not addressing right away are not equally as
critical. But we cannot do nothing simply
because we cannot do everything.

So the Safety Committee -- and I™m
only speaking now for the Safety Subcommittee,
not the Services Subcommittee -- but the

Safety Subcommittee, after discussing
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restraint and seclusion, has decided to focus
In on two issues where we think we can take
action and really effect meaningful change.
And again, we chose these two issues because
we think these are the areas where we can
effect change, not because these two iIssues
answer the whole problem or because we think
that the other issues aren®t important or
because we think that these are the only two
things that need doing, but because these are
two areas where we think we can have immediate
impact and improve people®s lives. And we
realize there®s more to do than this, but we
also recognize that we need to start acting.
So specifically, at our previous
subcommittee meeting, Sharon itdentified and
the subcommittee agreed that we wanted to
focus 1In on the Children®s Health Act of 2000,
which specifically addressed issues of
restraint and seclusion In community-based
settings, but yet no regulations have been put

forth based on this law. And so we feel that
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there®s an opportunity here to submit specific
recommendations with regard to the Children®s
Health Act of 2000. And secondly, we
discussed the need to gather data from the
Department of Education to determine areas
where we could partner with DOE to address
safety issues i1n school settings, again with
the goal of submitting recommendations that
could become part of a directive by DOE to
schools. And we are urging that these two
issues really be the focus of today"s talk.
And again 1 want to thank Susan
and the rest of the event organizers for
including these topics on the agenda. And I
would challenge all of today"s speakers to
please speak to these Important points so that
at the end of the day we can really meet our
goal of developing specific recommendations on
these i1ssues and distribute them, as Lee said,
In accordance with our charge to advise
Secretary Sebelius. So again, thank you to

everyone who"s participating today and I"m
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really looking forward to a very productive
day.

Ms. Blackwell: Okay, Alison, this
is Ellen. Thank you so much, and Lee as well
for your introduction. And with that 1 think
we have come to the time to have our first
speaker, Sharon Lewis, who, most everyone in
the room already knows, i1s the commissioner of
the Administration on Developmental
Disabilities, a part of HHS"s Administration
on Children and Families. And Sharon also has
the incredible distinction of being one of the
country®s leading experts on this topic, so
i1t"s wonderful that she can be here today to
sort of lay the groundwork for our discussion.
So with that, Sharon, 1"m going to turn It
over to you and say thank you so much for
coming.

Ms. Lewis: Thank you. Thank you,
Ellen, and thank you, Alison, for your
introductory comments as well. |1 was asked to

lay down some of the background related to
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seclusion and restraint and kind of frame the
conversation. So | wanted to actually start
with a little bit of history.

Managing difficult behaviors is
absolutely not a new problem and this debate
around utilization of techniques such as
restraint and seclusion has raged for a very
long time. Back i1n 1839, John Connolly was
appointed the superintendent of the Middlesex
County Asylum at Hanwell in England, and with
political support -- and that"s important --
of the magistrates who oversaw the
institution, he worked to eliminate the high
rate of mechanical restraint being used among
the 800 residents. And In three months he was
able to do so, 1In 1839 -- and we"re still
having this conversation. His comment was,
quote, "In a properly constructed building
with adequate attendants, restraint IS never
necessary, justifiable, and i1s always
injurious.”™ Dr. Connolly was one of many

leaders of the non-restraint policy within the
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moral treatment movement influenced by Quakers
and post-French Revolution reformers in
France. Yet here we are, in 2011, still
having the conversation.

In the United States, psychiatric
hospital superintendents In the mid to late
1800s were divided on the use of restraint but
generally opposed the non-restraint
perspective of the British systems. Physical
restraint became something that was viewed as
a form of therapeutic treatment and became an
accepted practice for dealing with patients
with challenging behaviors. Some American
psychiatrists have emphasized the value of
restraint in managing behavior, while others
have acknowledged the harm and even death for
some individuals. Understanding this history
and this "treatment protocol™ -- and | say
that 1n quotes -- and the related political
and policy background is important, because in
order to address the issues of restraint and

seclusion across all settings, we must change
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the fundamental understanding and expectation
that to use such powerful physical techniques
against vulnerable individuals i1s not
effective, and a focus on prevention of the
behaviors and evidence-based alternatives is
our ethical responsibility.

There 1s a basic cultural and
attitudinal shift that must occur that is
deeply rooted in the lack of respect for and
lack of understanding of self-determination
and the needs of individuals with disabilities
that manifest in part in challenging
behaviors.

Hearing the personal stories is
also incredibly important as we think about
our work today. In my former role with the
U.S. House of Representatives Committee on
Education and Labor, and in my current role
within HHS, 1 have heard from hundreds,
literally hundreds, of families with appalling
stories of untrained staff utilizing dangerous

restraint techniques against children and
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adults with intellectual and developmental

disabilities. 1°d like to share one story

with you today as we set the stage for this
important discussion.

A family of a young girl with
autism described their experience as follows,
and 1 quote. '"Paige was then very small,
barely 40 pounds. Within a week at her new
school she came home bruised and told me,
"Mommy, my teacher hurt me and I couldn®t
breathe.® Concerned about this occurrence, my
husband”™ -- this 1s from the perspective of
the mom -- "went in the next day to speak to
the teacher. The teacher stated that she
could not have caused the bruise but did
inform him that she had restrained Paige for
refusing to stop wiggling a loose tooth iIn
timeout by holding her. An aide later
reported that the teacher had not just held
Paige, but had forced her face-down on the
floor and sat on her. For wiggling a loose

tooth."™ 1In a subsequent event In the same
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family, when the daughter would not comply
with her teacher®"s request -- and again, this
IS a 7-year-old -- "as the situation began to
escalate, Paige was becoming increasingly
agitated. Her teacher took her iInto an empty
classroom, grabbed Paige®s wrists In her left
hand and forced them up between Paige®s
shoulder blades. The teacher then grabbed
Paige®s left ankle in her right hand, lifted
her off the ground and drove her head first
into the ground at a slight angle to the
vertical, causing her to land on the upper
right side of her body so she struck her head
and shoulder on the ground.™

These stories are all too common.
In circumstances when staffing Is Inadequate,
staff do not have training and understanding
of positive behavior management supports and
strategies, policies and procedures are
unclear, and a general culture of maintaining
order and discipline pervades over and above

an understanding of what constitutes abuse.




24

You are going to hear from several experts
today who will speak to the specific legal and
regulatory authorities available to address
restraint and seclusion across many settings.
In particular, restraint and seclusion in
educational settings has garnered significant
public attention In the past few years as a
largely unmonitored and unregulated practice
In many jurisdictions. Absent Federal
legislation, families are faced with an uneven
patchwork of local and state laws and
regulations allowing restraint and seclusion
in all kinds of school circumstances, ranging
from non-compliance and disruption to property
damage, to a prescribed approach in a
behavioral plan, and, of course, to perhaps
the only justifiable circumstance, a situation
involving imminent danger of serious bodily
injury to an individual or others.

Under the DD Act, Congress finds,
and I quote, "The Federal government and the

states both have an obligation to ensure that
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public funds are provided only to
institutional programs, residential programs
and other community programs, including
educational programs in which individuals with
developmental disabilities participate that
meet the minimum standards relating to the
prohibition of the use of physical restraint
and seclusion for such an individual unless
absolutely necessary to ensure the immediate
physical safety of the individuals or others,
and prohibition of the use of such restraint
and seclusion as a punishment or a substitute
for a habilitation program.''

Unfortunately, the DD Act does not
provide for enforcement of these findings in a
manner that addresses Federally-funded
programs and services. That being said, the
fundamental perspective that Congress found,
that restraint and seclusion is not an
appropriate treatment nor punishment nor
substitute for supportive habilitation 1is

critically important.
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As my colleagues from CMS and
SAMHSA will discuss, the Children®s Health Act
of 2000 did establish the rights and
requirements related to seclusion and
restraint for hospitals, nursing facilities,
ICFs, and other health care facilities, as
well as non-medical community-based facilities
for children and youth. This law 1Is pretty
straightforward, essentially stating that
restraint or seclusion should only be imposed
In emergency circumstances and only to ensure
immediate physical safety. Staff should be
trained and certified, and that in medical
settings a physician®s order 1s required.

Understanding the distinctions
between various components of restraint and
seclusion i1s also critically important.
Restraint is really defined as any physical
method of restricting an individual®s freedom
of movement, physical activity, or normal
access to his or her body. Mechanical

restraint involves the use of an object or
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device such as harnesses, flexible handcuffs,
or duct tape iIn some situations to limit an
individual"s movement. Chemical restraint
uses medication to control behaviors or
restrict an individual®s freedom of movement.
And the topic that has been most discussed and
debated 1s the issue of physical restraint
involving one or more staff members using
their bodies to restrict an individual®s body
movement as a means for reestablishing
behavioral control and to establish and
maintain safety for the individual or for
others. The Children®s Health Act, as it
applies to non-medical community-based
facilities, prohibits mechanical and chemical
restraints and limits physical restraint to
emergency circumstances and requires
continuous face-to-face monitoring of children
and youth In seclusion. It cannot be i1solated.
As the research and evidence base
has developed, 1t"s clear that, in this day

and age, each incident involving the use of
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restraint and seclusion is a failure of the
system to appropriately address the behavioral
support needs of the individual, as well as a
failure to ensure that staff have training in
and understanding of evidence-based
alternatives. There i1s virtually no evidence
to support the effectiveness of restraint or
seclusion to change behavior, and we do need
to distinguish a few points between the
approaches. Seclusion is different from
timeout. Timeout does have evidence of
potential value in changing behavior, but does
not need to entail seclusion. Research has
also shown that when seclusion is utilized,
physical restraint becomes more commonplace as
a method to force an individual Into
seclusion. The practices often go hand 1iIn
hand. Regarding seclusion iIn particular,
there i1s absolutely no evidence base
whatsoever for the effectiveness of seclusion.
It 1s not effective as an emergency

intervention, 1t has not been shown to
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positively affect behavioral change and i1t has
been demonstrated to cause other detrimental
effects such as post-traumatic stress
disorder. Locked solitary seclusion i1s very
different from timeout areas with unblocked
egress designed to calm and comfort with
appropriate staffing, which has been shown to
effect behavior change.

When we talk about physical
restraint, we have to acknowledge that
emergency iInterventions limited to protecting
someone from immediate harm Is sometimes
necessary, but physical restraint should be
limited to the least duration and the least
risky method and must be accomplished only by
specially trained personnel. Planned physical
restraint for a treatment to reduce negative
behavior has not been shown to be effective.
For example, according to one researcher, a
review of over 109 articles spanning 35 years
between 1965 and 2000 on restraint and

seclusion on children and adolescents found
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that the techniques have only questionable
efficacy. It 1s hard to find any
therapeutical value In the practices or In the
research.

As many of you from the Services
Subcommittee heard from Kevin Huckshorn in the
meeting last year, solutions that have been
effective In some systems include: leaders who
set an organizational cultural change agenda.
I can"t stress this enough. This i1s a
cultural and attitudinal change. Systemic
collection of seclusion and restraint data
makes a tremendous difference, and then using
that data to inform the staff and evaluate the
incidents. Improvement in the environmental
conditions and providing other ways to manage
behavior in the environment. Ensuring staff
are trained iIn de-escalation as well as
positive behavior supports. Individualized
approaches, including functional behavior
analysis and the development of individualized

positive behavior support plans based on those
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assessments. When restraint events are
utilized, debriefing to both analyze the event
and to mitigate the adverse effect. And of
course, we always come back to staff training.
At the heart of all the change that must
occur, regardless of setting, Is an
understanding and an attitudinal shift that
restrictive behavioral interventions such as
restraint and seclusion will not change
behavioral outcomes and should be reduced to
the greatest degree possible, 1T not
eliminated. |1 look forward to hearing from
our various presenters. Thank you.

Dr. Daniels: Thank you, Sharon.

Ms. Blackwell: And welcome,
Alexa. Sharon, that was great, also, | extend
my thanks. That was really a wonderful
discussion of where we"ve come and where we
haven®t gone in the past, what, 150 years, 200
years? It"s a little overwhelming, so | guess
since we have time reserved for discussion

later today we should probably just move on.
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And Alexa is here. There is time for
questions? Great. So with that, would people
like to discuss what Sharon just spoke about?

One thing I heard you say, Sharon,
that 1 thought was really moving, is Dr.
Connolly®"s comment that in a properly
constructed building -- 1 would go further and
say that in any setting -- of course, that was
probably an artifact of the time that people
were secluded i1n residential settings that
were institutional In nature. But Isn"t it
interesting that he had these progressive
1deas so long ago?

Dr. Huang: Ellen, can | just
build on that? It is Interesting iIn terms of
the environmental pieces to that. We had a
meeting a couple of years ago and we were
talking about, you know, how do you create an
environment, both the physical environment
that 1s conducive to non-use of seclusion and
restraint, and 1t was really iInteresting

because, on architectural plans for building
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hospitals they include -- they think there's a
requirement for a seclusion room. You know,
so there are other policies and other
jurisdictions or in other disciplines that
have not caught up to date with where we are
in our thinking around what really is
therapeutic care. So that"s -- and so we
thought well, we really need to work with the,
you know, American Architecture Association,
to say that"s not really a requirement for
hospital construction.

Ms. Lewis: | think that"s right
and | think that that"s part of what we"ve
seen 1In the educational setting, right? |If
you build it they will use 1t. |If there iIs an
inappropriate locked timeout -- I mean locked
seclusion setting, in lieu of a carefully
thought and constructed timeout setting iIn
which egress is not blocked, individuals have
the opportunity to be comforted by trained
staff and there 1s an opportunity for

individuals to cool down In an environment
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that"s conducive to that. It does not need to
be seclusion.

I also think what"s iInteresting 1is
there are several individuals at this point
who are doing some very interesting work about
the effect of the environment and how to use
architectural materials, setting, et cetera,
on helping individuals manage behavior. And I
think that that"s an area that, you know, kind
of -- we might want to explore at a future
time, not necessarily specifically 1n this
context, but there®s some really great work
going on out there.

Dr. Shore: This i1s Stephen Shore.
I think we definitely should do that. But as
you mentioned, there®s no support -- there"s
no research supporting seclusion and
restraint, as you described. And I think the
more we can bring out research showing that
when we do things more positively, managing
the environment 1In a broad sense, you know,

let"s bring out what happens, the positive
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effects.

Dr. Strickland: Sharon, thank you
very much. That was very informative. 1 have
a question. You mentioned that in the DD Act,
that the DD Act addresses seclusion and
restraint but that there"s no provision for
enforcement. Part of the question is, do
provisions for enforcement exist elsewhere,
and where they do, are they coupled with the
positive strategies that you and Larke just
referred to?

Ms. Lewis: Well, I will actually
defer to Ellen and Larke a little bit on this,
but yes. 1 mean, we do have very explicit
references that were established i1n the
Children®"s Health Act of 2000 that address the
issue 1In medical settings. We do not have
Federal legislation that addresses the issue
in school and educational settings, and so it
iIs difficult to come up with a policy
structure that addresses it consistently

across environments under the current law.
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Mr. Ne"eman: Sharon, this is Ari.
With respect to the Children®s Health Act
standards and implementation, what have we
learned from implementation of that in the
context of adult service provision settings?
Where has i1t been most effective and where
have there been the most challenges?

Ms. Lewis: | don"t know that I"m
the most qualified person to answer that. |1
don*"t know i1f, Ellen or Larke, you want to
jump In, in terms of what we know from the
research base, you know, since 2000 and what
data we have in terms of the effectiveness of
those provisions.

Ms. Blackwell: Ari, this is
Ellen. 1°m actually going to talk about that
a little bit later today after having several
conversations with our survey and
certification group and CMS. So i1f you could
just hold off for a little bit, that would be
great.

Mr. Ne"eman: Sure. |1 look
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forward to i1t. Thank you so much.

Ms. Blackwell: Sharon, I have a
question for you. 1 know that you worked on
what is now known as the Keeping All Students
Safe Act, when you worked for Congressman
Miller. Can you talk a little bit about the
genesis of that proposed legislation and how
we got to where we are today with the current
bill?

Ms. Lewis: Oh, absolutely.
Actually, the very, very beginnings of that
bill reside prior to the Children®s Health Act
in terms of -- as many of you may know, the
Hartford Courant in Connecticut ran a fairly
extensive expose on the utilization of
seclusion and restraint iIn residential
settings, which then resulted in the language
that we"ve been talking about in the
Children®"s Health Act. Subsequent to that, we
started to see additional reports of seclusion
and restraint becoming an issue i1n school

settings. And when, prior to my work with
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Chairman Miller, 1 worked in Senator Dodd"s
office, who had taken a keen interest in this
and had been the member who had really led the
charge on the Children®s Health Act. His
comment was, we thought we had addressed this
problem when we passed the Children®s Health
Act and had looked at non-medical community-
based settings, but, as we know, without the
hook back into the educational system there®s
really not a way to address the i1ssue. We saw
increasing anecdotal evidence of seclusion and
restraint 1n the schools and Chairman Miller,
having heard from several constituents on this
iIssue, then the National Disability Rights
Network report came out and i1t piqued his
interest. He decided that what we really
needed to do was a GAO study on what we knew
about seclusion and restraint. They did an
investigation, which I believe i1s iIn the
background materials provided here, in which,
you know, they analyzed state policies and

procedures on seclusion and restraint In the
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schools, found that the vast majority of
states did not have a consistent set of
policies and procedures at the state level
applicable to both seclusion and restraint.
And so, from there, we then worked with the
community stakeholders, as well as a
bipartisan group of members, to begin to
address -- and the Department of Education, to
begin to address what a policy might look
like, you know, really frankly crafted on the
backbone of what the Children®s Health Act
lays out 1In terms of definitional issues, but
acknowledging the distinction between a
medical or health setting and the schools,
which I think i1s critically important in the
conversation, because the staffing level, the
staffing training opportunities and knowledge
are very, very different iIn the different
facilities. And so the legislation tried to
acknowledge the distinctions but also set a
very, very specific bar in acknowledging that

seclusion and restraint should only be used iIn
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emergency circumstances when there 1s imminent
danger and by trained staff, and really pushed
It to the states to establish the standards
around which seclusion and restraint should be
used.

Dr. Rice: Hi, this i1s Cathy Rice.
Sharon, thank you for that wonderful overview,
very helpful, particularly the solutions that
you mentioned. And you talked first of all
about the cultural change which 1s so vital.
Are there -- we saw a wonderful presentation
on that back at the November meeting that we
had. But are there any documented guidelines
that would help facilities that are interested
in doing such a cultural change, you know, iIn
terms of best practices to implement that, to
reach the full level of the organization? Are
there any resources for that?

Ms. Lewis: There"s a fair amount
of literature at this point but they are small
studies. We don"t have a strong national body

of work. 1 know that Alexa will address some
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of the data collection challenges particular
to the schools. And we -- there are several
researchers out of actually both Nebraska as
well as -- where 1s Joe Ryan? -- down in North
Carolina, looking at the efficacy of various
training protocol and you know, I think we"re
getting there and 1 think that we have a fair
evidence body out of the mental health system
when we"re talking about medical or
residential facilities. The challenge really
IS In the educational context at this point,
iIn terms of a strong evidence-based practice
and what kind of training and staffing levels
consistently can allow you to significantly
reduce or eliminate seclusion and restraint.
Dr. Rice: Just as a follow-up, it
may be helpful for committee members to keep
in mind, In the event that this committee
continues to exist and there®s another
iteration of the Strategic Research Plan,
thinking not only now in terms of practice

recommendations but research recommendations
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that are needed along this issue as well would
be really helpful.

Dr. Huang: Ellen, can I -- and
Cathy. In the mental health field, we do have
some of those in terms of what are effective
practices and we did have a grant program that
111 speak about a little bit later where we
did an evaluation of certain interventions to
see whether they could be implemented
facility-wise and what the outcomes were. So
we have that some in mental health and to a
certain extent some of that can generalize to
other settings but then, 1 think, keeping In
mind what Sharon®s saying about the
distinction between schools and mental health,
both 1npatient as well as community-based
facilities.

Ms. Blackwell: Okay. Any other
questions from our colleagues on the
telephone? All right. Go ahead.

Mr. Grossman: Yes, I"m going to

kind of harp back to my opening statement
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here. We"re, the subcommittees are to make
recommendations. [1ACC, iIn our advisory
capacity as a FACA committee, we can only make
recommendations to the Secretary. So what
specifically should we be asking of her? And
with that said, 1t"s going to come up as we go
through today. There"s other agencies such as
Department of Justice and Department of
Education that need to be engaged in this
process. And I"m not really sure how we do
that and on what we advise the Secretary, but
I"m open to any suggestions you may have on
how we get those other groups involved, 1T we
have to do it through the Secretary, or i1f we
reach beyond our own advisory capacity to try
and bring those other groups in. So I*d like
your thoughts on that.

Ms. Lewis: Well, 1 think as
Alison laid out In her Initial comments,
within the Safety Subcommittee we did have a
fairly robust conversation about whether or

not the 1ACC might want to take up the issues
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of the regulations related to the Children®s
Health Act as something that we might want to
get a status update on and 1"m hoping that
Larke and Ellen will be able to speak to that
a little bit. And if not, 1 think 1t"s
certainly something that we should investigate
and potentially think about how we might
suggest that that"s something that, you know,
dependent upon the status that may need to be
pursued. You know, In terms of the Department
of Ed, I will defer to my colleague Alexa.
It"s certainly something that we"ve had
multiple conversations about and I think
getting an update on where we are with the
data collection and Department of Ed efforts.
As 1 said before, 1 think one of the most
difficult things from the Federal level, in
terms of the Department of Education, is,
absent legislation, there i1s very little that
the Department of Education can pursue. [IDEA
does not provide the authority to address

seclusion or restraint without additional
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legislative action.

Ms. Blackwell: Okay, thank you,
Sharon. 1 actually think that"s a nice segue
Into our next speaker. Alexa Posny is the
Assistant Secretary of the Office of Special
Education and Rehabilitation Services for the
Department of Education. Alexa, thank you so
much for coming today. 1 think of Alexa as
the special ed director of the United States
and sort of the rehabilitative services
director of the United States. She"s the
chief of the special ed directors, so Alexa
has a world of experience in this area. She"s
really the only person who can give us this
update. So thank you so much for coming.

Dr. Posny: Thank you. And I wish
I could have been here the whole time to hear
Sharon but we had talked about i1t. But I have
a feeling you"re going to hear pretty much the
same refrain in terms of seclusion and
restraint. We know that we"ve been working on

this as, you know, a concerted issue since at
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least 2009 and what 1 want to do is just kind
of give you a timeline of the activity that we
have pursued over this. And I"m sure you have
this in all your background material, but we
know 1t started with the GAO report in 2009
where the findings actually, you know, gave us
a lot of information and Sharon has said it
very well and over and over again: there are
no Federal regulations that exist. And as a
result of that i1t makes i1t very difficult for
us as the Department of Ed to go out and
basically say you can and cannot do this.

We know that the GAO report also
talked about the hundreds of cases of alleged
abuse that included deaths and everything
else, and that i1s not something any of us can
allow and we don"t want to see that happen.
However, what they concluded in the report is
that there are presently no reliable national
data on when and how often restraint and
seclusion are being used in schools or on the

extent of the abuse. So we really have no
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data and what we needed is documentation of
the abuse of restraint or seclusion iIn a
sample of 10 closed cases that resulted iIn
criminal conviction. However, they further
observed that problems with untrained or
poorly trained staff were often related to the
many instances of alleged abuse. Of course,
following that report there was a hearing that
was held on restraint and seclusion on May 19,
2009 and testimony at this and other hearings
together with the related work of the
committee led to the drafting of the proposed
Federal legislation.

Arne has been very clear that as
education leaders i1In the letter that he wrote,
he wrote two different letters, one to the
chief state school officers and one to the
Congress. And what he said, our first
responsibility should be to make sure that
schools foster learning 1In a safe environment
for all of our children and teachers. This —-

the letter that was written to the chief state
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school officers was done July 31, 2009.
Interesting, at the time 1 was a chief state
school officer and paid very close attention
to the letter that Arne had sent. And what he
did in the letter i1s he urged each state to
review its current policies and guidelines
regarding the use of restraint and seclusion
and if appropriate to revise or develop them
to ensure the safety of students. It also
highlighted as a major piece what we refer to
as positive behavioral iInterventions and
supports, PBIS. That i1s absolutely what we
are promoting across the whole country to the
point where we have a Technical Assistance
Center that just is for PBIS. It also
provided examples of states that had
successftully implemented PBIS programs and we
have scaled that across the United States
which has been great. It also explained that
the Office of Elementary and Secondary
Education would be contacting each state to

discuss the state"s plans to ensure the proper
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use of restraint and seclusion to protect the
safety.

Another one is the letter that --
delivered to the chairman of the congressional
committees and he said very clearly i1n that, 1
applaud your interest in addressing this very
serious iIssue. However, what we did mention
Is the fact that the Federal legislation
without statutory authority, we as a
department are not authorized to perform any
other function than data collection. And it
makes this very difficult because we have no
role 1n enforcement at this point. The other
-- what he acknowledged in the letter was the
national need for Federal legislation and
pledged the department®s support for the new
legislation. What"s interesting and one of
the reasons that 1 was late i1s because 1 was
on the Hill talking with people In Senator
Harkin®s office, talking about the proposed
restraint and seclusion bill exactly In terms

of what we wanted to do.
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Now, what was articulated also
within that letter were nine principles that
Arne believes would be useful for Congress to
consider iIn the context of any legislation.
The letter also informed Congress that the
Department of Ed was collecting, reviewing and
publicizing information about the current use
of restraint and seclusion in every state and
every territory. What we know Is that there
IS tremendous variance across the states.

What we did in February of 2010, we released a
summary of state policies that were related to
restraint and seclusion. We also have the
regional comprehensive technical assistance
centers which collected state policies and
procedures on restraint andF seclusion across
the United States. What we do know iIs that
the oversight of restraint and seclusion
varies depending upon which state you happen
to be 1n. Also, the scope and impact of the
laws differ across the United States as well

as any of the restrictions. Some states do
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have some restrictions and many states have
nothing and are silent on 1t. And of course,
training is the number one.

What 1 want to share with you 1is
just some of the data that we have. In terms
of the states iIn the oversight of restraint
and seclusion in schools, 31 states have
legally regulated on restraint and seclusion.
However, 19 states have no laws or regulations
related to the use of these practices. And
having just come from the state of Kansas |1
can very clearly tell you the state of Kansas
does not have any regulation on restraint and
seclusion. They could not come to agreement
on what 1t was. And 1t"s not because they
didn®"t think 1t was important, they just
didn*t know what to do. The second one, when
we talk about the scope and impact of the 31
states, the laws vary greatly. Five states
place some restrictions just on the use of
restraints but do not regulate seclusion. One

state regulates the use of seclusion without
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regulating restraint, and only eight states
specifically prohibit the use of prone
restraint, face-down which of course can
impede a child"s ability to breathe. So
again, we have variance depending upon where
you happen to live. They also have varied
policies regulating the training of school
staff on the use of restraint and seclusion.
Thirteen states require that certain staff
members receive the training before they"re
allowed to use 1t. Eight states offer
training and technical assistance to local
education agencies and providing training to
school staff, but again, the type of training
and the methods that are used vary across
every different community In which 1t happens.

In spring of 2011 we asked about
publishing data. The state table was
published in February 2010 and many states
were in the process of developing, reviewing
and 1f appropriate, revising their state

policies and guidelines. And the PBIS center,
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our Positive Behavioral Interventions and
Support Center, conducted an update of the
state summary this spring. This update should
be available on the center®s website in fall
of 2011. So we"ll have new data. The other
thing 1s when we initially -- and | can just
share this with you -- when we collect the
data for the very first time, the data are
very suspect because of misunderstandings
about even what the definitions are their
cases may or may not have been reported. As
we go through, and I usually look at about the
third data point is about the point In time
when you can probably rely on the data and
know that people have some common
understandings about 1t. When you look at the
civil rights data collection, the Office for
Civil Rights has also begun collecting more
information about seclusion and restraint.
Now, 1t"s not In every single district, it is
in 7,000 school districts which are to provide

a representational sample. And the CRDC now
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collects school- and district-level
information on four different things: the
number of students subjected to physical
restraint, the number subjected to mechanical
restraint, the number subjected to seclusion
and the total number of iIncidents of physical
restraint, mechanical restraint and seclusion.
This data -- right now OCR i1s i1n the process
of validating the data that has been
collected. 1t will be released 1n fall of
2011 so we will have more information this
fall.

One of the things 1Is we were very
clear, we hope, about the definitions, what
physical restraint meant. It does not talk
about and we -- 1t does not include the use of
a physical escort which means a temporary
touching or holding of the hand. We also
clarified 1n terms of seclusion that i1t does
not include timeout which i1s a behavior
management technique that involves the

monitored separation of the student In a non-
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locked setting. So we were trying to make i1t
very clear what i1t did or did not include
because i1n school systems, they could
automatically assume that any type of
seclusion would mean timeout. And I don"t
know about you, but my son was behavioral
challenged and I used timeout quite a bit and
it was helpful to me, believe me.

In terms of the bills that Sharon
has talked about. You know, the first one was
we had two different ones that were offered
last year, the House bill and the Senate bill,
and this year we currently have the House
bill. And what the -- the purposes of these
measures included limiting the use of
restraint and seclusion In schools to cases
where there®"s an 1tmmediate risk to the
physical safety of the child or others at the
school. When 1 was at the Hill just shortly
before 1 came here 1 talked about my first
teaching job was teaching middle school

emotionally disturbed kids and one of my
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students was a runner, and he would invariably
run out Into the street so I would have to
restrain him and you know, there are just
times -- now, I couldn™t hurt a flea, but at
least 1 could stop him from being hurt, and
that"s part of what we needed to talk about.
It also talks about providing criteria and
steps for the proper use of restraint and
seclusion, promoting the use of positive
reinforcement and of course PBIS, and
authorizing support to states and localities
In adopting more stringent oversight and
establishing requirements for collecting data
on the use of these practices. And currently
there 1s not a bill that has been introduced
Iin the Senate.

And again, what we stress over and
over again is the use of PBIS and this has
been highly effective. The data that I can
tell you just in relationship to the state
from which 1 came, the use i1n promoting

behavioral interventions and supports not only
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has 1t reduced the use of restraints and
seclusion, it has also in terms of expelling a
student or suspending a student, that has
almost gone down to nothing because we now are
able to -- 1 think the biggest thing In terms
of why seclusion and restraint doesn"t work 1is
the fact that we"re not teaching them the
appropriate behavior to use in place of iIt.
All seclusion and restraint does iIs to stop
the behavior, but 1t doesn"t teach them what
to do and how to behave. PBIS i1s -- that is
exactly the iIntent behind 1t and that is why
It works so much better.

Now, In terms of where we"re
headed and | know someone asked about iIs there
any guidance that we have. The OSEP 1is
working currently with the Substance Abuse and
Mental Health Services Administration,
otherwise known as SAMHSA, and we are working
together to create a paper and 1t will be a
guidance document about restraint and

seclusion. The paper i1s going to be based on
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the nine principles plus a few added ones that
we thought were very important. The nine
principles outlined in Arne"s letter that he
sent last year. And what it will do, 1t will
describe the principles that school and
program staff members should use to consider
1T the use of restraint and seclusion is ever
necessary and provide information on current
policies and practices for using 1t in public
schools. It"s also going to have the -- the
other effective practices that can and should
be used.

What 1 want you to understand, the
undergirding behind this paper i1s the premise
that every effort should be made to prevent
the need for ever using restraint and
seclusion. That is the premise. The first is
that any behavioral intervention must be
consistent to have the child"s right to be
treated with dignity. No child should ever be
subject to any abuse. And that i1s a major

premise upon which this is built. The second




59

one is talking about whenever, 1f 1t has to
ever be used that 1t must be used to address
only 1mmediate risks to physical safety and
should never be used as a form of punishment
or discipline. The i1dea is to protect the
safety of the child and anyone else around him
or her. What we know Is that these practices
should not be used to discipline children for
failing to follow expected rules. |If used, 1t
should be implemented in a way that no harm or
anything occurs. The third principle is
talking about that a child should be
continuously observed and appropriately
monitored to make sure that no harm is coming
to any child. Another principle is talking
about that school personnel need to learn how
to use 1t appropriately i1f i1t ever has to be
used at all. And the use of effective
alternatives should also be provided to every
single staff member and of course that
includes positive behavioral interventions and

supports.
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The next principle i1s talking
about keeping parents informed. Parents
should absolutely be provided information
about any policies that exist on restraint and
seclusion at their child"s school or other
educational setting and also related to
informing parents is that the details of any
incident that occurs that required the use of
restraint or seclusion should be documented in
writing and discussed with the parents
immediately. Prompt notification helps
parents become informed team members who can
work with their child"s teachers and other
school staff to prevent further iIncidences.

Next one i1s talking about states’
districts and schools should not only
establish and publish policies and procedures,
but should also periodically review and update
them as appropriate. Reviews should consider
all of the available data that they have. In
terms of the legislation, what we need to keep

in mind 1s the fact that this 1s not something




61

that just applies to students with
disabilities, i1t applies to all students, and
we need to make sure that they develop
policies and procedures that address
situations for any child whose Inappropriate
behavior risks physical harm to themselves or
others. And lastly, we know that each
incidence of the use of restraint and
seclusion should be properly documented. As
I"ve indicated, that data can be used to
evaluate any outcomes of using seclusion or
restraint, whether the procedures are being
applied with fidelity or whether staff need
additional training among other things.

Other things that we"re working on
IS, you know, the technical assistance
document that we are jointly developing with
SAMHSA. We are also going to do another
document that goes along with i1t which also is
slated to be completed this fall and we hope
will be helpful. We also know that since

about approximately 12 percent of the overall
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student population are students with
disabilities, we can never forget that
students with disabilities are a part of and
not separate from all the rest of education.
As such, we really are working very hard on
making sure that students with disabilities
are included in every single aspect of the
Elementary and Secondary Education Act,
holding them to the highest standards, the
same as everyone else. We have seen
tremendous progress among and between students
with disabilities. We also know that the
Individuals with Disabilities Education Act
will follow on the heels of ESEA
reauthorization and our goal i1s to align these
two pieces of legislation to allow states the
flexibility they need in order to truly reform
their efforts and make sure that we have one
educational system that takes care of
everyone. We also know, though, that the
funding will remain for the separate programs.

And we continue to have that need through
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IDEA, but we also know that the ESEA
reauthorization will increase support for the
inclusion and improved outcomes of students
with disabilities. We are also preparing for
the reauthorization of IDEA and we want this
reauthorization to be informed by everyone
across the United States. So I will be
planning and organizing a listening tour
across the United States and convening
stakeholder groups to provide us with input.
And we"ve also been working with the
Department of Labor to provide technical
assistance in working on the reauthorization
of the Workforce Investment Act and the Rehab
Act, no small -- well you know that better
than I do. 1It"s been an interesting
proposition. The i1dea i1s the fact that when we
continue to work together as we have, and
especially in relationship to the restraint
and seclusion issue along with so many others,
we will be able to make sure that we progress

towards our goals for our nation®s children.
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And what are our goals? That all students
will acquire the same essential knowledge and
skills, that all students learning will be
carefully monitored and we"ll let them know
and give them multiple ways to let them show
us what they know. And that any child,
whenever he or she i1s struggling at any point
in time will receive the extra time and
support that he or she needs whenever they
need 1t and that yes, as teachers we"re going
to let them in on the secret, and we"re going
to clarify the standards that we use to assess
the quality of their work. And 1t"s probably
the last one that"s the most important, that
all students will be the beneficiaries of
educators who have promised to work together
collaboratively to use the practices that have
the most positive Impact on their achievement.
And with that 1*d like to turn i1t back to you
and 1°11 be happy to take any questions.

Ms. Blackwell: Alexa, thank you

so much, that was great. A lot of Information
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to process in a short time. So people In the
room, questions, comments? Go ahead.

Ms. Singer: This 1s Alison. 1
have a question. Actually I have two
questions.

Ms. Blackwell: Okay, go ahead.
We"re having a little trouble hearing you,
Alison.

Ms. Singer: Okay. Is that
better?

Ms. Blackwell: Yes.

Ms. Singer: All right. Alexa,
thank you so much for bringing these data to
our attention. 1 think we"ve been waiting for
a long time to see what these data would look
like and frankly they are scarier than 1 think
many of us even anticipated. 1 think it"s
great that based on these data DOE i1s putting
together recommendations for schools. My
question is really whether i1n addition you are
able to put together some sample guidelines or

sample legislation for the state legislators
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to try to close that gap with regard to the
number of states that have protections in
place.

Dr. Posny: That"s a great
question. Now, we are developing a guidance
document and we have not drafted anything in
terms of, you know, proposed state
legislation. But 1 know what we can do i1s to
take a look at what i1s, what has been crafted
across the United States. It differs. |
mean, 1t I1s —- 1t"s like an open -- | don"t
know, 1t"d be hard to characterize it. But
you know, we would be more than happy to take
a look at 1t. And 1 really believe the
guidance document that we"re developing I
think could be a good basis for what the
states could or should do as well as what"s
proposed at the Federal level, the legislation
that"s already been written for the Senate and
the House. Because those are two, those two
were very much alike and 1 think the language

has been pretty much crafted, and 1 think that
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would be a great example.

Mr. Grossman: This is Lee, and
Alexa I want to thank you. Actually I want to
say bravo, that was excellent. Appreciate the
information you provided. | guess one comment
1"d like to make i1s those working principles
certainly rocked In my opinion. The comment
iIs that I"m not -- for the life of me I can"t
understand why those just aren®"t -- haven®t
been 1ncorporated to this point and why they
have to be just brought up now. But I1"m glad
that they are being brought up now and we"re
working towards that.

Could you explain a little bit
more about the Workforce Investment Act and
how that plays into this? Because as part of
what we"re trying to do here also we"re
looking at life-span issues regarding
seclusion and restraint and how to address
that. Is that something that will be able to
help us beyond the school years?

Dr. Posny: Well, 1 certainly hope
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so. | mean, when I think, you know, It"s very
unusual. OSERS is the only, you know, we"re
the only -- known as the principal office or
whatever that really works with people with
disabilities from birth to the end of life.
There 1sn*"t anyone else 1In the agency so
sometimes the adult part of this kind of gets
lost, but that"s why the Workforce Investment
Act 1 think 1s so critically important. It"s
also one of the reasons we"re doing the paper
jJointly with SAMHSA because we need to span
the whole -- because restraint and seclusion
should, you know, shouldn®"t be used with
adults either. And I think sometimes, and 1
know they®"ve worked very hard in making sure
that the Institutions or whatever, but that
may not necessarily be the case. In terms of
the Workforce Investment Act i1t"s more towards
making sure that people are self-sufficient so
that they can live on their own and
specifically we have probably not addressed

like any of the behavioral issues or whatever.
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However, 1t"s a critically important skill if
we really are going to have gainful employment
for every adult. So i1t"s probably something
we should address. And you know, 1°11 go back
and take a look but 1t"s critically important.

Ms. Blackwell: Anyone else on the
phone have questions?

Ms. Singer: | have another
question i1f —-

Ms. Blackwell: Okay, go ahead,
Alison.

Ms. Singer: Alexa, what can we do
as the IACC, as the subcommittees to support
your drafting of guidelines for schools and
state legislatures based on these, the new
database principles?

Dr. Posny: You know there®s a
part of me, I could be facetious and say help
us write 1t, but that"s not going to help. 1
know we can"t do that. What would be helpful
IS once the document does go all the way

through clearance and we have everything done,
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i1t would be great if you would take a look at
it and 1 will try to get you a copy as early
as | can before i1t could -- might possibly be
released and see i1f you could come out in
support of what the document i1s. | certainly
hope so. That would be extremely helpful, you
know, in terms of promoting i1t. And I hope
that 1t will be a tremendous resource for
everyone with the i1dea that because i1t"s going
to be based upon the principles that, you
know, I just reiterated with a few more that
have been added. So 1 just think 1t would be
helpful 1f we can begin as a collective group
to say yes, we can get behind this and we can
agree because 1 think sometimes they think we
don"t even agree with each other and sometimes
that sends out a mixed message. And if
there®s something 1In terms of what we can
embrace together that would be extremely
helpful.

Ms. Singer: And what"s the

timetable for the preparation of this
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document?

Dr. Posny: Well, we"re in the
midst of writing it right now so we"re just
working on 1t internally, we"re working with
SAMHSA to get this through. So we just need
to do the internal clearance. 1 am -- 1"m not
sure at this point if 1t has to go through OMB
clearance. |ITf 1t does 1t just means that it
will just be a longer process. So I will keep
you apprised. If it does go to OMB you will
know that, okay, because they list iIn there
what documents they do receive. If not, we"re
still hoping, we want this document to be out
and be able to be used before the start of the
next school year, you know, so that we can
begin to get everyone revved up and make sure.
The other thing i1s that, you know, with any of
our discretionary dollars we want to see more
professional development that goes iInto PBIS
and the other types of supports that we can
do. So timing is critically important.

Ms. Blackwell: Alexa, the next
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meeting i1s in July so if you could possibly
update us prior to that time it"d be very
helpful.

Dr. Posny: That would be great if
I could. See, that gives me the impetus to go
back and say let"s move a little faster, guys.
111 try, thank you.

Mr. Ne"eman: Alexa, this 1s Ari.
Thank you so much for sharing with us today.
My question is with regards to the guidance to
school districts, | know one of the i1ssues
that"s been discussed quite often In these
conversations is i1f restraint and seclusion is
to be truly viewed as it should be as solely
an emergency intervention then districts
really, you know, should not plan for its use
with respect to individual students. Is this
something that you anticipate the guidance
will provide districts instruction around or
do you anticipate 1t will remain silent on
that point?

Dr. Posny: That"s a great
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question, Ari. And you know, 1t was part of
the discussion that we just had with the Hill.
You know, corporal punishment, this is the
interesting part. Corporal punishment we know
iIs outlawed i1In many states, but do we have to
actually say that In terms of our guidance?
And yet I know exactly what you®"re trying to
get at, Ari, and 1"m not exactly sure at this
point In time. But I know that when you see
the guidance you®ll know very well what side
of the i1ssue we"re standing on, that i1t should
be used only i1f there"s potential harm to the
child or to others. 1 mean, that i1s the tenor
behind what we"re saying. So whether we have
to come out and say, you know, we can"t say
you can never use it and 1 think that"s the
biggest issue because there are times for the
safety of others that we may have to. And I™m
talking more about the restraint, not the
seclusion.

Mr. Ne"eman: 1 just -- 1"m sorry,

I didn"t mean to interrupt.
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Dr. Posny: That"s okay, go right
ahead, Ari.

Mr. Ne“"eman: Well, I definitely
understand that. 1 think all of the
discussions have recognized that in
emergencies, you know, there"s some role for
that.

Dr. Posny: Right.

Mr. Ne“"eman: My question was more
along the lines of, you know, what i1s the
guidance going to say with respect to whether
or not schools are going to be advised as to
whether they should or should not plan for the
use of restraint and seclusion with individual
students, say, through the IEP process or
other documents attached to individual
students.

Dr. Posny: Yes, okay, | know.

You asked me this question the last time 1 was
here too, Ari, and this one, this one 1s the
toughest one to give a definitive answer

because there are pros and cons on whether it
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should or should not be in the IEP. And this
Is a tough one. You know, the whole i1dea
about not having it in the 1EP, believe me, I
completely understand because by having i1t and
allowing it 1In the IEP it"s almost as 1T we"re
giving permission and saying this Is an okay
and 1 don"t even want to say a technique, this
IS something okay to use. The issue 1s no,
It"s not and that"s not what we"re trying to
say. However, 1f we go back to the intent
behind the IEP we have never restricted
anything from being included in the IEP. The
IEP, you know, gives -- 1t makes sure that
FAPE 1s provided. And you know, a blanket
prohibition really goes against the concept of
individualized services according to the needs
of a particular child. You know, I was
talking about the child that | had when I was
teaching and the use of restraint was included
in that child"s IEP. The mother wanted to
make sure 1| used 1t to stop him from harming

himself.




76

So can I give you a definitive
answer, Ari? |1 can"t. We have never
restricted or put any restrictions on what can
and cannot be in the IEP, and yet there®s a
part of me saying | agree with you. Should it
be 1n the IEP? No, because i1t does give
permission and that"s what everyone is
wrestling with. And you know, 1 know the Hill
Is wrestling with i1t as well.

Mr. Ne"eman: Thanks so much.

Dr. Posny: Thank you, Ari.

Dr. Rice: Hi, this i1s Cathy. You
had mentioned that there i1s a House version of
the Keeping All Students Safe. Is there --
can you give any kind of read on whether there
will be a Senate version and what may have --
were there In terms of implementation or
technical i1ssues that kept the two bills from
being passed last time?

Dr. Posny: Yes, I think Sharon
might want to address this one. Go right

ahead.
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Ms. Lewis: So just to be clear on
the legislation, the legislation did pass the
House In the last Congress and then the Senate
drafted a bill that was essentially modeled on
the House bill with a few minor changes. The
biggest sticking point In the committee at the
time was this provision around whether or not
to allow seclusion and restraint to be written
into an IEP. The House bill did prohibit that
inclusion. The revised Senate bill because
there were actually two Senate bills that were
dropped, the second Senate bill that was most
likely to come up for consideration would have
allowed the inclusion of seclusion and
restraint in an IEP. I think It was -- was it
only restraint? 1 think 1t may have only been
restraint -- 1n an IEP given a set of
requirements prior to utilization. So a
student would have had to had a functional
behavior assessment. There needed to be a
positive behavior plan 1n place and several

other precursors prior to inclusion. And
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there was a lot of debate and back and forth
among the community and frankly 1 think the
clock ran out. And the sponsor of the
legislation was Senator Dodd who is no longer
In the Senate and so sometimes one of the
things that happens i1s it takes a little bit
longer to get going the next time around iIn
terms of new staff, new member taking up the
iIssue. It 1s my understanding, and not to
speak on behalf of Senator Harkin, but i1t 1is
my understanding that both Senator Harkin and
Representative Miller are very interested 1in
including components of this i1ssue In the
reauthorization of the Elementary and
Secondary Act because they do see this as an
all-students i1ssue and so | think that part of
the legislative conversation at this point is
around i1s there a way to craft this iIn the
context of there®s a part of ESEA, 1 think
it"s currently Title 4, around safe schools.
And 1s there a way to address the issue In the

context of safe schools. And again, without,
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you know, without going any further in terms
of the assumptions around legislative
negotiations. | think that"s kind of where
things stand.

Dr. Huang: Alexa, thanks very
much. I"m SAMHSA and we"ve been working
together and we are on some fast deadlines and
clearance processes for this guidance paper.
Sharon, 1 just want to really also highlight
that, you know, 1T we look at i1t as an all-
students issue as opposed to students with
disabilities or students who have IEPs 1 think
we can get around the IEP piece. Because 1°d
be curious of what"s iIn the data that"s being
collected by OCR. If they look at that by are
these students with IEPs or not IEPs. Because
I have a feeling that i1t"s probably students
without IEPs because we have the population
that we -- that®"s of concern to us, children
with various emotional and behavioral
disorders, many do not have IEPs and many of

them are the -- sort of the key population
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that 1s subjected to seclusion or restraint.
So that might be a critical piece to look at
in that OCR data. 1 don"t know if 1t can be
looked at that way, but 1 think -- and our
approach i1s really preventing the use of. And
so | think that gets around -- our concern
with 1t being an IEP 1s that i1t then looks
like it"s a therapeutic iIntervention and we"re
really backing away from that, when it may be
-— actually, even hundreds of years ago it
wasn"t a therapeutic intervention, but we"re
really moving away from thinking about this as
-- that 1t"s therapeutic In any way. So that
might be another way to look at i1t and look at
the data there too.

Dr. Posny: The data is being
broken out by students with or without
disabilities. It"s also being broken out
depending upon whether they have an IEP or a
504. So we will be able to —- we"ll have a
much better idea.

Dr. Huang: Okay.




8l

Dr. Posny: Which 1 think will be
very helpful. And Larke, 1 just want to say
thank you. You guys have been great to work
with. Yes.

Dr. Huang: 1 think i1t was Sharon
-- when that hearing, the congressional
hearing and said well, why doesn®"t Education
talk to SAMHSA, what they"ve done and we"ve
actually followed through on that so that"s --
that"s been good.

Mr. Grossman: That seems to be a
great segue way to our next speakers which are
Ellen talking about what"s happening at CMS 1in
regards to this and then Larke presenting from
SAMHSA"s perspective.

Ms. Blackwell: Okay, thanks.
Actually, 1 feel like I"m going to be talking
more about what happened at CMS and not so
much what"s happening. And I"m doing that
basically because 1 think there are a lot of
people who may not understand, you know,

Medicaid i1s very complex In the first place
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but where we got to where we are today at CMS
with seclusion and restraint. This was
actually the first issue | ever worked on when
I jJoined the Federal service 10 years ago so
it"s a little bit close to my heart and 1t was
interesting to go back in time and look at
some of these things. So 1T 1™"m boring
historically 1 apologize, but I think these
are really important things that happened.

And as you heard Sharon and Alexa
say, certainly for government to do something
we have to have a law to hang our hat on and
this 1s the big one here, the Children*s
Health Act of 2000. 1 think 1t"s good that we
start with this. It"s on the website, Susan
put 1t up as a link. This is a really
important piece of legislation that President
Clinton signed. It looked at children who
have a variety of different disabilities
including autism. Parts H and 1 of the
Children®s Health Act are directly related to

seclusion and restraint, and Title 1, some of
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the people on the phone, certainly Gail would
recall that i1t created the Interagency Autism
Coordinating Committee. So a little
interesting fact there. So what does Section
3207 do? Any facility that receives Federal
funds must follow these rules. And 1711 talk
a little bit in a few minutes about what those
facilities would be, but these were embedded
in the Children®"s Health Act. Section 3208
discusses public and private non-medical
facilities and what they must do to protect
the seclusion and restraint rates of children.
So 1 would urge everyone to take a look at
these sections of the Children®s Health Act.
Again, 1 think 1t"s really important to
understand where regulations and policies stem
from.

And how did we get to the
Children®s Health Act in the first place? You
heard Sharon talk about the Hartford Courant
articles. This happened a long time ago, but

I think 1t 1S Important to revisit what
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happened here. In late 1998 and early 1999
this newspaper published a series of articles
about children who had died In various
community settings for the most part, some
institutional settings, related to seclusion
and restraint. And these articles are still
available online, 1T you look for them you can
find them, and I think they"re still relevant
today i1n terms of how we got here. So the
articles, the Hartford Courant actually got
the Harvard Center for Risk Analysis to do a
survey and the survey revealed that at the tip
of the i1ceberg 50 to 150 children were dying
each year, looked mostly at facilities that
serve people with mental disorders or
intellectual disabilities and really, | think
they extrapolated in the article that those
were just the ones that they could track. So
that"s quite a number of children and people
dying. They also revealed that seclusion and
restraint was mostly used for these reasons:

discipline, punishment and staff convenience.
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Again, not a surprise to any of us who are
familitar with reasons why seclusion and
restraint might be used. The children died
related to asphyxia, cardiac complications,
drug overdoses and interactions, blunt force
trauma, strangulation, choking, Ffire-smoke
inhalation and aspiration. So that®"s what the
Hartford Courant article said.

And they were pretty horrifying
articles. They certainly got the attention of
a lot of people 1In the Congress. So as
Congress i1s wont to do i1t asked for an
investigation, it asked the GAO to go and look
at what was really happening and that®"s what
the GAO did. Especially -- the focus at that
point was to look at how Federal funds were
being used to fund facilities that might be
using these procedures. So iIn 1999 the GAO
published this report. 1It"s on the IACC
website and 1 put a link here. | think It"s
still relevant. Again, the report looked at

people with mental disorders and intellectual




86

disabilities. The report did not look at
schools, outpatient treatment, sheltered
workshops, drug programs or correctional
facilities. At the time, the Centers for
Medicare and Medicaid Services was known as
the Health Care Financing Administration and
the report recommended that HCFA, now CMS,
issue some policies that would apply to
facilities that are funded with Federal funds,
Medicare and Medicaid being the biggest public
payers of health services in the world. One
of the biggest recommendations of the report
was that HCFA improve requirements for staff
training and | think that we"ve heard several
people mention that today. So again, | think
that this report is still relevant and | hope
that everybody, 1f you haven®t had a chance to
review it, takes a look at 1t.

So what did CMS do? CMS did a
couple of things. It issued patients’ rights
conditions of participation In facilities that

CMS surveys and then 1t also issued an interim
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final rule on the use of restraint and
seclusion 1n what we call psychiatric
residential treatment facilities, psych under
21 facilities, and thirdly there was a
clarification on the regulation that we did
iIssue. So the hospital COPs, I"ve given you
the citation here, 1f you want to read them
you can certainly do that. These were issued
in July of "99. We also conducted research on
seclusion and restraint In adults that we
believed -- sorry, 1 left the one off of there
-- but HCFA believed that the research that i1t
did on seclusion and restraint translated to
children and that children might in fact be
much more vulnerable to these procedures than
adults. Advocates also sent CMS a number of
comments indicating that children were a
population of special interest and HCFA said
that 1t would certainly i1ssue a regulation
looking In particular at kids. So a lot of
things started to happen in 1999 and 2000.

In 2001, 1n January, this was
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about the time that I came to CMS. We issued
a regulation on -- an interim final regulation
on how seclusion and restraint could be used
in these facilities that we call PRTFs. And
this i1s basically a summary of that
regulation. Quite a few things that you heard
Alexa mention today. The really —-- the
similar principles that seclusion and
restraint can only be used to ensure the
safety of the person or other people In
emergencies. It must terminate when the
situation concludes irrespective of the time
that might be remaining on a medical order
that"s been issued. The least emergency
intervention must be used. As-needed
seclusion and restraint orders, physician
orders are prohibited. Seclusion and
restraint can"t be used at the same time. So
you know, this was a big deal and | remember
it quite well. So again, 1 would urge
everyone to take a look at this reg. This

interim final 1s still 1n place.
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So what 1s a PRTF? It"s a
facility that exists In Medicaid pretty much
primarily as a result of all these changes.
It"s a non-hospital facility that provides an
inpatient psych benefit to children. It has
to be accredited by JCAHO or another
respectable accrediting organization. It has
to comply with the one Medicaid condition of
participation regarding seclusion and
restraint, and it requires that these PRTFs
have to report serious occurrences to the
state Medicaid agency and also to the state
protection and advocacy agency.

So there were some other
additional provisions in this interim final
rule. 1t defines seclusion and restraint. It
talks about who can order seclusion and
restraint. It talked about time limits. It
required a one-hour face to face assessment
and ongoing monitoring. Parents and guardians
had to be notified. The facility had to get

together with the parents for two Immediate
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debriefing sessions after an occurrence of
seclusion and restraint. The regulation talks
about reporting requirements and it also talks
about staff education and training
competencies. This was a big deal at CMS and
to this day 1t"s really the bedrock of
seclusion and restraint rules.

So we got a lot of comments after
we issued this interim final regulation and we
issued a clarification on May 22nd which was -
- 1n 2001 which was when this rule became
effective. A lot of commenters were concerned
that there was a lack of nurse and
psychiatrist shortages to order seclusion and
restraint. We also clarified exactly which
facilities are subject to the rule, in other
words, which facilities qualify as PRTFs. And
we did make an amendment. | think as you
heard Alexa say, restraint, we talked about
touching on the hand and you know, leading
someone to another area, so there was a lot of

confusion about how that fit into this idea of
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personal restraint. So that"s where CMS left
the PRTF reg and it i1s still in place. And I
happen to believe i1t"s a pretty good
regulation.

We followed it up with a state
Medicaid director letter which i1s really just
an official policy clarification and also
Issued guidance to the state survey agency
directors. CMS survey function is the entity
that actually monitors these facilities. And
here 1s the condition of participation, the
one condition of participation for the use of
seclusion and restraint In PRTFs. It"s at 42
Code of Federal Regulations 483.350-76,
Subpart G. It basically says that the
Children®s Health Act reporting and training
requirements apply and it also defines certain
terms that you heard others talk about today.
So that®s 1t, that"s what states and these
facilities have to tell CMS.

So what happened after we i1ssued

this regulation? | think that"s pretty
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interesting. PRTFs have to report all deaths
to CMS, not just seclusion and restraint
related deaths. Since 2001 there have been
four deaths reported in these facilities and
one death occurred after an individual
struggled with staff in a protective hold. So
I actually think that"s, you know, 1 don"t
want to say that one person®s death is a
success story, but based on what we heard iIn
the late 1990s 1 think this Is a success
story. It shows that putting these rules iIn
place can make a big difference. Now, of
course we, you know, that"s based on the data
that we get like everything else, but it"s a
positive step.

So what providers in CMS do we
regulate that have seclusion and restraint
related regulations? We regulate hospitals
including psychiatric hospitals. 1 actually
made a mistake. Yesterday | was afraid that I
had forgotten ICFs/MRs so | put it on here

twice. We regulate nursing facility use of
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seclusion and restraint and also as I said
earlier the PRTF facilities.

So where are PRTFs in Medicaid?
They actually fall under our mandatory benefit
rubric under the early periodic screening
diagnostic and treatment benefit, kind of a
mouthful, EPSDT. This is a benefit that went
into the statute early on in the 1960s when
Medicaid first was established as a program
and it essentially says that children can
receive Medicaid -- children are entitled to
receive any benefit under Section 1905(a) of
the Social Security Act. The PRTF benefit is
Section 1905(a)(16). However, states are not
required to use PRTFs to provide psychiatric
services to children. So although certain
protections are afforded to children who are
iIn PRTFs, states may also use other facilities
to provide the services that are not regulated
by the Medicaid program. And 111 talk about
those 1n a minute. We don"t really know how

many states use the PRTF benefit. 1 can"t
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even hazard a guess but many states over the
past 10 years have used this benefit. It has
one really big draw which i1s that in PRTF
states can receive reimbursement for room and
board which isn"t traditional in Medicaid
programs so that is an i1ncentive for states to
use this.

So where are ICFs/MR in Medicaid?
This benefit was added the Congress in 1967.
Congress was concerned about really terrible
conditions in large iInstitutions so i1t created
another facility that CMS regulates. There
are more than 6,000 of them In the United
States. Most of them are actually quite
small, less than nine beds. However, most
clients are still served In large ICFs/MR.
Those would be the ones that have more than
nine people living In them. These are very
expensive. The average cost i1s more than
$118,000 a year. Some states like Alaska no
longer operate any ICFs. But I think there is

a distinction to be made here. Although here
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in my home state Maryland, Maryland®"s never
operated anything but very large ICFs but some
states use these fTacilities very effectively
to provide services to people with
developmental disabilities and there iIs a
distinct set of rules governing the use of
seclusion and restraint in ICFs. Although it
iIs older than the PRTF regs i1t"s located at 42
CFR 483.450. 1It"s under the section called
Client Behavior and Facility Practices. And
again, this is an older law, 1t probably --
when 1 looked at 1t yesterday | have to say |
really do not feel that this i1s as up to date
as some of the other items that we"re
discussing in terms of the new school
legislation or even the PRTF regs. Again, you
can see that i1t says that behavior management
can"t be used for discipline, staff
convenience or as a substitute for active
treatment. Timeout rooms are approved and
they"re actually called timeout rooms in this

condition of participation. Physical
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restraints can be put in a person®s plan or
they can be used as an emergency order -- as
an emergency measure. So there®s more room
here I think In a person®s plan, there's
already embedded in this legislation a way to
put in physical restraints. It does require
that there be a record of how they®"re used,
that the individual be checked and that they
be released as quickly as possible from any
kind of physical restraint. And there are
some other requirements surrounding the use of
chemical restraints or drugs used to control
behaviors.

So there are also regulations in
Medicare and Medicaid that discuss how
seclusion and restraint can be used iIn
hospitals, and 1n 2006 the OIG i1ssued a
report, and again | would urge everyone to
take a look at this. 1 can"t remember if,
Susan, you put 1t up on the website. 1 think
you did.

Dr. Daniels: Yes. It’s on the
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website.

Ms. Blackwell: The hospital OIG
report. CMS essentially concurred with this
report that talked about hospital deaths and
we sent out a letter reminding state survey
agencies of their responsibilities associated
with the patient"s rights, COP, and in the
meantime we have iIncreased our capacity to
monitor and triage the findings that are
reported to us from hospitals across the
United States. Our survey and certification
staff i1s presently using a contractor to
gather more statistics on seclusion and
restraint in hospital settings. We"re looking
at what they"re finding and we are developing
tools for follow-up on seclusion and
restraint.

So 1 thought we should take a
second to look at settings that are funded by
the Medicaid program that CMS doesn®"t monitor.
And this 1s kind of a long list. The first is

home and community-based settings which could
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be the home where a person lives, a group
home, a residential care facility, an adult
care home, adult foster care, child foster
care, facilities, these are called residential
treatment facilities or residential treatment
centers for children. | would have to say
that that"s the alternative that a lot of
states us 1In lieu of PRTFs. We do not
regulate assisted living facilities and
although we do regulate nursing homes 1 think
what we"re seeing iIn the service arena now 1S
more states and more people using assisted
living facilities as a bridge before they end
up In nursing facilities. So to me that"s
sort of a growing area where, again, we don"t
regulate these facilities. And then other
places, for example day habilitation programs
where a person with a developmental disability
might go during the day or adult day programs
where an older adult might go during the day.
And then lastly schools that we heard a lot

about from Alexa.
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So i1n talking about schools 1
think 1t is Important to mention that the
Medicaid program has more than a foothold in
school world. In 1965 as | said EPSDT was
added to the statute. These three laws really
support Medicaid®s involvement in schools:
IDEA which started in 1975 as the Education
for All Handicapped Children Act and then
lastly 1n 1988 an artifact of a law that was
later sunsetted or retracted, Section 1903(c)
of the Social Security Act and that"s really
the place where the foot goes through the door
in Medicaid. And what i1t says is that
Medicaid 1s the first payer for services that
are covered in Medicaid under Section 1905(a)
1T they are included in a child®"s IEP or IFSP
and might alternatively be paid for by
education funds. But those services have to
be services that are included In that part of
the Medicaid statute. For example, speech
therapy, occupational therapy, rehabilitative

services, and the services have to be
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described according to Medicaid requirements
not necessarily education requirements. So
Medicaid i1s paying for a lot of services that
are considered to be Medicaid services before
education 1f they"re included in a child"s IEP
or IFSP. So a lot of people may not realize
that CMS has a huge presence in school
settings.

So where are home and community-
based services iIn Medicaid? Probably the one
that most people are familiar with are these
Section 1915(c) home and community-based
services waivers. Home and community-based
services in Medicaid also fall under the state
plan now In Section 1915(1). There are some
other new places in the statute. Section
1905(a), that"s kind of the bedrock of
Medicaid. A lot of states are now using the
Section 1115 authority to provide Medicaid
services, and then some states use contracts
under Section 1915(a) to provide HCBS. So

there are a number of places 1In our statute.
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As | said, the fTirst one i1s probably the one
most people are familiar with.

So how do we actually go about
looking at seclusion and restraint and safety
and these waivers? States have to tell us
under the rubric of health and welfare what
they"re doing in the realm of these six
quality assurances. The one I put the star
next to is the big one. And when states apply
to CMS to provide these optional home and
community-based services they have to tell us
that there are safeguards iIn place to protect
the health and welfare of the people that are
enrolled 1In the waiver. Under that piece they
have to tell us what their response iIs to
critical events and iIncidents, what safeguards
are in place directly relating to restraints
and restrictive interventions, and then what
they do so far as medication management and
administration. Now again, we don"t monitor
what states do but we do ask them to tell us

what they®"re doing when we approve their
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waivers. And halfway through the life -—-
generally i1t"s about five years -- of these
waivers we go in and monitor how states are
doing iIn these six areas including health and
welfare, and we make decisions about whether
or not a waiver might be re-approved by the
Secretary based on how states are doing.

So in what we call Appendix G-2
the states have to tell CMS about their
incident management system, oversight
procedures that the operating agency might be
using. In most waivers that serve people with
autism the state developmental disabilities
agency 1s usually the operating agency, but
they are really operating under the umbrella
of the state Medicaid agency who is CMS"s
partner. And they have to tell us how they
manage their incident management system and a
lot of things about what happens. So what do
they have to tell us specifically regarding
seclusion and restraint? They have to tell us

what restrictive interventions they permit and
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the circumstances under which they are
permitted, and then they have to tell us the
protocols and the methods they use to detect
the use of these. So there are a lot of
questions In these waivers that states have to
answer, and all of this i1s public Information.
I*m going to give you a link In a second here,
but 1t a family member is enrolled iIn one of
these waivers 1 always say that 1 think the
best thing to really understand the services
your family member receives is to actually
read the waiver, not necessarily guidance that
might be given out by the state developmental
disabilities agency because this is really
where 1t"s at, this i1s the document that --
where 1t begins.

So what do we do under Section
1915(1)? This 1s a newer piece of coverage
that was added to the Medicaid statute through
the Deficit Reduction Act. And we ask states
question about their state plan coverage

regarding health and welfare. Specifically we
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ask that the state tell us how 1t 1dentifies,
addresses and seeks to prevent incidents of
abuse, neglect, exploitation, including the
use of restraints. So far as | know this is
the only place in the Medicaid state plan
where we ask this sort of question. So iIf
states are providing home and community-based
services under the state plan and not under a
home and community-based waiver the state does
have to tell CMS what 1t"s doing.

So what"s on the docket now?
There"s a piece of the Affordable Care Act,
Section 2402, Sharon is well-versed i1In this
area, that directs the Health and Human
Services Secretary to write regulations that
talk about how home and community-based
services resources will be allocated. They
focus on how people will lead individualized,
self-directed lives and essentially how
provider coordination will be iIncreased, and
these apply to the United States and HHS

programs in general. So Section 2402(a)(3)
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mentions oversight and monitoring of service
system functions. And again, | would
emphasize that for government to do anything
there has to be a piece of the statute that
leads us to that place so perhaps there®s
potential here for additional regulations to
come forth on seclusion and restraint. CMS is
part of a cross-HHS work group that is working
on this provision now. Henry Claypool,
another member, Rosaly i1Is here today is
working on this Section 2402 group so we will
see what comes of this.

So i1f you go to this link, this is
a link where you can actually look at the home
and community-based waivers that are approved
In your state. |It"s up to date and again, |
urge everyone to take a look at these programs
and specifically what your state has said
insofar as what seclusion and restraint
provisions will be permissible in 1ts home and
community-based services programs.

And then also I always think i1t"s
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a good i1dea to be familiar with what CMS
regional offices oversee the activities that
are taking place in particular states. So
here"s a list of our 10 regional offices.
They are much closer to what happens i1n the
states than we are at the central office In
Baltimore although we work very closely with
our regional office partners. So if
beneficiaries have issues | always urge them
to talk with our regional office counterparts
who will usually get in touch with us. And we
do often work with beneficiaries on individual
problems or issues.

So that"s all | have. That was a
lot. Questions?

Dr. Strickland: This is Bonnie.
Thank you, Ellen, that"s terrific. The
regulations are very comprehensive. | mean,
clearly i1t begs the issue on to what extent
could these regulations inform regulations for
other agencies and states as they develop

their own regulatory guidance around seclusion
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and restraint.

I want to go back to the issue of
enforcement of regulations. And you touched
on 1t a little, but i1t sounded as if the
enforcement side might be a little -- not as
strong as the regulatory side. | just want to
be sure 1"m clear on that. 1 don"t quite
understand how CMS actually enforces this very
comprehensive set of regulations.

Ms. Blackwell: Well, because our
state survey agencies are required to go out
and as | said, PRTFs are required to report so
we have a couple of individuals for example
who look at the hospital reporting, and we
have one i1ndividual who looks at the PRTF
reporting. But the reports do go to the state
P&A agencies and also to the state survey
agencies who are required to report to us.

Dr. Strickland: Are those just
deaths, or are they also --

Ms. Blackwell: Just deaths.

Dr. Strickland: Well right, 1 get
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that, but how about just the incidents of
seclusion and restraint in general? Is there
any reporting mechanism built in for -- 1
guess I1*m not really sure what 1"m asking but
death seems to be --

Ms. Lewis: Correct me if I™m
wrong, Ellen, but 1"m not aware of any
requirement that the individual states are
required to report incidents.

Ms. Blackwell: No, they"re
required to report deaths, that"s all.

Dr. Strickland: And i1s there --
do you know of any other mechanism iIn states
around facilities where individuals or
families would report that kind of information
and it would be gathered and used by agencies
or?

Ms. Blackwell: Well most states
for example in developmental disabilities
world, and Sharon is probably better prepared
to answer this than I am, have a mechanism for

people to file complaints. So for example iIn
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Maryland 1t"s the Office of Health Care
Quality and people can usually file a
complaint, it could be a medication error, it
could be a seclusion and restraint issue, it
could be an abuse issue to their state survey
agency. And the states are responsible for
going out and looking at those incidents.
Every state so far as | know has that sort of
system In place.
Ms. Lewis: | think that"s right.

I think that, however, i1t does -- It"s
important to acknowledge that the ability to
monitor and provide oversight in particular
when there are not family members or other
advocates i1nvolved creates a unique set of
challenges around i1dentifying those iIncidents.
You know, we do have a long history of
difficulties 1n monitoring individuals
receiving services in particular in larger
congregate provider institutions and you know,
even just recently we had a report in The New

York Times just you know two months ago about
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state-operated facilities and what was
happening with abuse among the staff, and
restraint i1s certainly a component of that.
So while it 1s the responsibility of the
states to monitor their systems and how much
Is tied back into data collection that would
allow CMS to have a sense of how well these
regulations are being implemented, 1 don"t
know that we have that information.

Mr. Grossman: And Bonnie, 1 think
that"s an excellent point that you"re raising.
I"m going to ask you to kind of put that in
the parking space for right now. |1 think
that"d be a great conversation that we should
have with Curt Decker this afternoon because
he would -- 1"m sure he has some
recommendations along those lines.

Ms. Blackwell: And 1 think —- 1
mean | said this previously, but over the past
30 years we"ve seen more and more, happily,
services move into home and community-based

settings which 1s what we all agree is the
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right thing. But as you can see, CMS really
doesn"t have the authority to regulate the
kinds -- I mean, we have a little piece of the
statute that talks about health and welfare so
we do look at it In these waiver applications
but we don"t have these sorts of rules. It"s
a state-designated function. So now we have
the services sector moving more and more in
the right direction and we"ve got the
institutional side that has these rules but
you know, as you heard Alexa say, there"s not
really a piece iIn schools and there®s not
really a piece In home and community-based
services. So maybe there®s an opportunity
there.

Ms. Lewis: | would agree. |
mean, under the current proposed regulations
for home and community-based services these
Issues have not been addressed. | think that
the focus has really been on what do we need
to be doing from a positive perspective and |

think that there is some opportunity In terms
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of the NPRM does address extensively the need
for person-centered planning. And 1 think
that as we see home and community-based
providers implement those components of the
CMS regs we will see that individualized
approach and the need to address these things
on an individual basis which we also know
reduces the incidents. | mean, a big piece of
this just comes down to are you prepared for
the behavioral incident and are you addressing
the behaviors at the front end prior to
getting to an incident, and we believe that
person-centered planning 1s a critical
component of that.

Dr. Huang: Just one other comment
on that, Bonnie, 1s | think that 1s In some
ways the crux of the issue, our data. You
know, what data do we collect systematically
across states. | know 1°ve looked at some of
that data and oftentimes | think there®s
probably under-reporting as well. 1 think

that you might get deaths that are to a heart
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attack, but maybe the triggering thing was a
restraint, or an injury, or a fall. But so
when you look at some of that, | remember
years ago looking at 1t and there was no
deaths in California, huge state, you know,
and then there were like 25 deaths i1n lowa.
You know, so how they collect, how they
interpret it, how they report i1t, who makes
the determination of the cause of death at the
time of the death i1s really quite variable 1
think across states. So we don"t have it
consistently. In my presentation 111 show
you some of the data we have but that is
really, 1t"s | think a very big challenge.
And we"re not even done with all the regs yet
from the Children®s Health Act. And so the
issue of enforcement, |1 know that there®s a
piece where SAMHSA i1s supposed to do the
enforcement, but we have no funding to do the
enforcement. The reg"s not completed yet
because we haven"t got concurrence across --

Jjust within our department. We"re not even
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talking about cross-department issues. So
those are still really outstanding questions.

Ms. Blackwell: Christine.

Ms. McKee: Ellen, I have a
question. You talked about the state waivers
having to specify the types of circumstances
under which they would use restraint. |
haven®t taken a look at those. How do they
parallel the ideals that Alexa talked about
this morning? Are they that progressive or
are they?

Ms. Blackwell: 1t depends on the
state. | mean, we -- when we look -- when CMS
reviews these waivers we have an individual in
our regional office. As | said, we have a
strong partnership with these people. And
then someone in our central office who looks
at the waiver application. We ask questions
and states answer them. So I would venture to
say that when you look at a home and
community-based wailver you"re going to see a

pretty good description of what they do. And
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then we ask the state to tell us, as | said,
how they monitor what they"re doing midway
through the waiver. |If something goes awry we
usually go In and ask for a corrective action
plan 1T we see things, you know, aren"t
happening the way that the state said they
would. But you know, that"s about i1t, that"s
where we are right now.

Ms. McKee: 1 just wondered if
there was language i1n there that we might
borrow for something but i1t sounds like they
might be a step behind.

Ms. Blackwell: You"d have to look

-- well, some states are further ahead than

others.

Ms. McKee: Are they? Okay.

Ms. Lewis: Well, and 1 think that
1T we"re looking for places -- and I"m looking

forward to hearing Larke®s presentation. |
think 1 we"re looking for probably the places
where we"re going to see the most progressive

existing policy 1t i1s in the work that SAMHSA
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has done specifically because they have had an
initiative to reduce and I think 1t"s to
reduce and eliminate or to reduce restraint
and seclusion across multiple states. And I
think that that"s a part -- i1t"s a really good
question and where are their models and
examples that we can look to.

Ms. Blackwell: That"s a very nice
segue way to introducing Larke. Thank you,
Sharon.

Dr. Huang: Okay. Well, I know
that we"re kind of behind schedule here and I
think we have a lunch scheduled and I have a
meeting scheduled at 1:30 that I have to
leave, so 1"m going to go through this fairly
quickly but some of i1t, some of the discussion
I think has already addressed some of the
information in my slides.

So I"m at SAMHSA, the Substance
Abuse Mental Health Services Administration,
and we have had an initiative to really look

at the efforts to reduce and eliminate the use
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of seclusion and restraint, and now we"re also
moving Into more of an approach to preventing
the use, that we really want to even move
further upstream, what do you have to do in a
facility, 1In the training of the workforce
staff. Involvement very much of consumers and
families to prevent this type of practice from
occurring In mental health facilities.

Again, you"ve heard before, Ellen
mentioned the Harvard Center for Risk
Analysis, anywhere from 50 to 150 Americans
die annually from the use of seclusion and
restraint, that we are increasingly viewing it
as a treatment failure. And I have to say
that probably about 28 to 30 years ago when |
was working in mental health facilities, state
facilities and community crisis units that
that was part of the practice. | mean, that
was part, we had seclusion rooms, we routinely
-- this was 1n San Francisco and also the
period of drug-induced psychoses. We

consistently and thought about restraint
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across the life span as a therapeutic process.
And so when I think about where we"ve come but
I also look at Sharon®s history and you know,
that iIn some ways we have come some far but
not as far as we really should. It"s kind of
like you look at, think you know 1t"s like
leeches, we were using leeches for treatment?
And when 1 think about what we were doing, you
know, In a fairly progressive medical setting
around seclusion and restraint and that"s what
I was trained in. 1 really think 1t 1s really
changing practice, changing values around it,
understanding better client-centered care and
the real key i1ssues of safety and respect.

We also know that the use of these
practices may be detrimental to the recovery
of persons with a mental illness and also re-
traumatizing. We"re increasingly looking at
the role of trauma in -- for across the life
span of people, and children and youth with
mental health and addiction disorders and

seeing iIncreasingly more trauma in their
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histories and trauma histories. We also know
that use of these practices can actually also
be traumatizing for the staff who engage iIn
these practices. We also know given the two
cohorts of a grant program and funding of a
technical assistance center that in fact you
can reduce and in some places completely
eliminate the use of seclusion and restraint
in mental health treatment facilities and also
in forensic facilities. We"ve had a number of
jJail-oriented forensic facilities that have
really eradicated the use of seclusion and
restraint. So 1f you think about that being a
high risk environment where there are a lot of
behavioral health i1ssues and challenges and
some of those facilities have actually
eliminated the use of.

So we also really want to focus
more on the prevention of the use of seclusion
and restraint. And now we"re also looking at
it from a slightly different strategy. We"ve

looked at 1t from the clinical impact, we"ve
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looked at 1t from the organizational program
impact and now we"re also looking at i1t, what
IS the economic Impact of the use of seclusion
and restraint. We"re trying to look at how do
we need to talk to different people who are in
decision-making capacities to realize that if
you take an economic or a business case to
this 1t really speaks to people who are in
different positions or power to say I don"t
want this going on In my facility, that iIn
fact there are opportunity costs because when
you"re doing this you"re not doing treatment,
tremendous numbers of liability Injuries among
staff as well as clients and patients.

Ongoing, you heard about the
Hartford Courant. Well, very sadly those
things aren"t -- they haven"t stopped. In
fact, | just got another email. Every day I
get an email of somebody who"s Injured In a
treatment facility, in a place that"s supposed
to be taking care of someone or in a school

facility where a teacher has sat on a child
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and caused asphyxiation. You know, so the
Hartford Courant stimulated a lot of the work
around it, but sadly these things are not --
they"re not stopping.

We need to get clear on the
definitions of seclusion and restraint. As
you heard Alexa say, that there are
definitions that might be used In schools that
are definitions that are used iIn other kinds
of treatment, whether they"re home and
community-based treatment facilities or
hospital facilities. We tend to use the CMS
definition and that"s the definition that we
tend to promote in our work. We feel that
there has been good consensus derived around
that definition and that has cross-sector
applicability as well.

The piece around seclusion that i1s
really critical and that is really
differentiating 1t from timeout rooms is that
a person is physically prevented from leaving,

okay? In terms of restraint people say well




122

how do you differentiate drugs and medications
from chemical restraint. Well, we really try
to differentiate what are medications used as
part of a treatment plan versus those that are
used for patient or individual control.
Looking at restraint, there are different
types of restraint. Some places where SAMHSA
has gotten in a position of non-concurring
with some regs is really making clear what"s
in the definition around what we mean by
restraint. In some places prone restraint has
been totally prohibited because that"s
probably one of the most dangerous types of
restraint that most often leads to serious
injury as well as deaths. Okay.

So based on that we have had a
series of different iInitiatives at SAMHSA,
again, stimulated by the Hartford Courant
series, the Children®"s Health Act which Ellen
did a very nice delineation of provisions iIn
that act, along with NASMHPD which 1s our

National Association of State Mental Health
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Program Directors -- it"s the national arm for
all the state mental health offices and
commissioners -- issued a call really to look
at how do we eliminate the use of seclusion
and restraint in behavioral health care. Came
up In 2003 with a national action plan which
led to some funding opportunities, some data
collection efforts and to really beginning to
look at guidelines. A key piece of the way we
do work at SAMHSA 1s very much including the
consumer and family voice. That is very much
a guiding principle not just in this work but
In our grant-making program we have that. We
do block granting to states around mental
health and addictions treatment. We are a
major source of funding for addictions work.
In all of those In those states that receive
our funds, and they all receive funds, we
require a state mental health planning council
with a majority representation of consumers
and users of services In the states. So we

really actually put into our policies the role
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of consumers and families In treatment
development, policies and initiatives.

So our approach to looking at
seclusion and restraint is that it"s viewed as
a safety intervention of last resort. It 1s
not a treatment modality. We often look at it
as a treatment failure when this i1s needing to
be invoked. We want to provide training,
technical assistance and other support to
states, providers, facilities, consumers and
families iIn order to reduce and ultimately
eliminate seclusion and restraint in mental
health and substance abuse treatment, both iIn
terms of state-funded treatments, 1In terms of
inpatient, In CMS-regulated facilities as well
as i1In our home and community-based services of
which we are re-balancing the work In states
from more inpatient work to more home and
community-based treatment supports. And to
really implement changes regarding seclusion
and restraint at the clinical, the

programmatic and the organizational level. So
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we want to work with providers and
practitioners to know alternatives to using
seclusion and restraint, and we want that to
be done also In the programmatic and an
organizational level. 1 think you heard from
Kevin Huckshorn who we®"ve supported to develop
our training and Technical Assistance Center
and do a lot of the trainings for us, that
we"re really looking at changes in -- at the
organizational level, at the culture of the
organization. We feel that that needs to be
done 1n order to support better individual
clinical treatment approaches. So think about
It as a multi-tiered process which means that
as you look at regulations and policy that
also needs to be done at a multi-level
process.

I wanted to just share with you
there have been a number of questions that
come up around data. Data i1s a very
challenging area to penetrate here. Through

JCAHO they are -- JCAHO-funded inpatient
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hospitals are required to do reporting around
seclusion and restraint so that reporting goes
to NASMHPD, the national research institute
which 1s the research arm of the National
Association of State Mental Health Programs.
And I wanted to just show you some of the
data. It"s very hard to actually get this
data. 1It"s very hard to know -- the house
facilities are actually systematically
collecting i1t, but 1t gives you a snapshot of
where we"re going.

This 1s 2008 data and this 1is
broken out by age. |1 don"t have 1t. It"s In
your handout. These are, I"m sorry, difficult
to read but i1t"s over 2002 to 2007 quarterly
reports of the use of hours of restraint by
age. So this is broken out by clients iIn
inpatient treatment facilities 12 years and
under, clients ages 18 to 24, 13 to 17 years,
25 to 44 years. You can see a decrease in the
hours of restraint over time, over that period

from 2002 to 2007. You"ll see that there is
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variability in terms of higher rates of hours
of restraint among the 18 to 24-year-olds. As
we get older you see less time of hours iIn
restraint. | want to say that this does not
necessarily include nursing home data. We do
hear quite a bit around elderly abuse or uses
of restraints, probably less seclusion but
uses of restraints. This iIs not nursing home
data. This is percent of clients restrained.
So while you saw the percent of time 1iIn
restraints among children 12 years and under
we see a slight uptick in the percentage of
children restrained. So i1t"s really important
to look at the time In restraints, the time 1In
seclusion, the percentage of people in
restraints, the percentage of people in
seclusion because we really want to look at is
a little bit more disaggregated to know really
what®"s going on.

Okay, so you have this. 1°"m going
to go through this really quickly for the sake

of time. This again i1s seclusion hours and
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then again you see a little bit more higher
rates of that among children and the 18- to
24-year-olds, less i1n the older populations
and then what percent of clients secluded.
When you break i1t out by children about 20
percent of children 1n mental health
facilities are subjected to seclusion. So
that"s why i1t"s really important to break it
out by age over time by percentage of those
who are secluded and time in seclusion.

Okay, so just sort of a summary of
this because | know you"re straining to read
the data. Unfortunately this i1s PDF data. We
have little opportunity to really play with
the graphs, that®"s why 1t"s very hard to read.
So that the hours of restraint per 1,000
inpatient hours really varies significantly by
age group. Twelve years and under in this
particular time period the hours of restraint
decreased but the percentage of clients
restrained actually increased. In the 18- to

24-years you"ll see they exhibit the highest
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percent of time iIn restraint, yet the percent
of clients restrained remained level. The
hours of seclusion decreased for all age
groups except for the 18- to 24-year-olds.

The percent of clients secluded remained level
in all age groups except the 12 years and
under, and that"s where we saw the highest
rates of percent of clients secluded.

This 1s more recent data. We
asked to get the 2010 data. You"ll see
restraint hours going down. This 1s not
disaggregated by age group. You"ll see the
percent of clients restrained fairly even,
much variability in seclusion hours and
percent of clients secluded slightly downward
with sort of a plateauing.

Okay. So what are our key
activities to begin to address this? We have
had two cohorts of a grant program to states.
We also fund the PAIMI grants where the
Protection and Advocacy for Individuals with

Mental Illnesses. Those are grants that go to
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states. They are formula grants related to
the size of population of states. And we fund
-— two percent of that funding goes to NDRN to
do technical assistance to the protection and
advocacy agencies In states. We tried to look
at this issue also iIn terms of the addictions
area. We"ve done some addictions round table.
But 1f you think about detox agencies, the
coercive care that"s often given In substance
abuse treatment agencies, It"s very much a
challenge to even get this to be a discussion
at the table there. We are looking at how we
can do more In terms of Federal regulations
around seclusion and restraint, and beginning
to look at in our surveys of facilities,
looking at data elements we want to collect
there around the use of seclusion and
restraint.

This 1s what has been our
seclusion-related budget. You"ll see it"s a
very small piece of SAMHSA"s budget. We are a

$3 billion agency so we"ve had two-plus




131

million dollars for our grant programs, $36
million which has pretty much remained level
for our PAIMI funding. We also are moving
that -- we have funded 16 states to address
the seclusion and restraint. We are no longer
doing state-funded grants and taking the
learnings from -- the lessons from those state
grants to now move it into technical
assistance and training to be able to reach a
broader audience of states. A key part of
this reduction i1s really workforce
development, i1t"s really training and
technical assistance. So through our Training
and TA Grant Program we funded two cohorts, a
total of about 16 states to put in place
interventions to reduce this. And there was
guidance around what those interventions might
look like and guidance around who should be at
the table. Consumers and families were very
much a part of the planning that states needed
to do to roll this out to their different

state hospitals. We have a national
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evaluation of that effort and a coordinating
center that has continually to -- pulled out
the lessons learned, looked at the evidence-
based interventions at the clinical level as
well as the organizational programmatic level
to begin to train more broadly across the
country using those interventions.

These are the states that were
funded. We also had another transformation
grant going to some of these states. We
looked at when there was -- when they got both
of those grants because part of the
transformation grants were really to look at
how we"re transforming services in states.
And a key piece of that transformation was a
consumer voice, a very strong consumer family
advocacy voice, and those transformations
looking at trauma in those states and looking
at re-traumatization of people with various
behavioral health i1ssues. So we wanted them
to bring those efforts together. So we looked

at -- these were the states that had those
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grants.

The National Technical Assistance
Center, the coordinating center for seclusion
and restraint alternatives, continues to push
out the six core strategies which i1s the
intervention that many of the states have used
as well as individual treatment facilities
have used to reduce and prevent seclusion and
restraint. That strategy really looks at de-
escalation, crisis plans, i1dentifying
triggers, changing organizational cultures,
reducing coercive care and also looking at
some other models like the sanctuary model,
the restorative relationship or reconnecting
models that are really very much patient- and
client-focused models to look at a very
different type of iInterventions iIn these
facilities. We also developed with -- by
consumer groups developed a roadmap training
curricullum from the eyes of consumers and
people who are i1n recovery from various mental

health i1ssues. Put together a curriculum that
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1s consumer- and family-focused for really how
best to identify triggers, involve consumers
In advocacy positions In programs, iIn
facilities, In the planning to be advocates
and navigators for clients in these
facilities. They also developed a training
video on seclusion and restraint alternatives.
We fund the National Disability Rights Network
-— you"ll hear from Curt later -- to do some
of the TA to the protection and advocacy
agencies around specifically their seclusion
and restraint investigations In states. We
also fund a National Center for Trauma-
Informed Care which is working with
organizations, facilities to implement non-
coercive patient- and client-centered trauma-
informed treatment and sort of whole-scale
cultural change i1n organizational treatment
settings.

This 1s a sample intervention.
These are the six core strategies. They

focused on leadership for organizational
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change, rigorous debriefing following any
seclusion and restraint incidents, use of
data. The data piece i1s very critical, 1t was
really teaching facilities how to define and
track and monitor their data and then to use
their data in terms of their organizational
change process. This data piece was very,
very critical because 1t also allowed a
director of a facility or a director of a unit
to see how frequently clients were being
restrained or secluded. And they could also
see at what times of the day, what times in a
facility, i1s 1t usually around transitions, is
It the movement to lunch, 1s it the movement
when a person i1s returning -- 1s getting ready
to go on leave or getting to go for a home
visit. They could better understand what were
the triggers both environmentally iIn their
facilities as well as the particular personal
triggers for any individual and client. So
understanding that data really helped client

treatment planners as well as directors of
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different units to better understand how can
we prevent this by understanding what"s going
on and what the data is telling us.

Workforce development 1s a key
piece, training, and this i1s where we have
actually not reached internally within HHS
movement on some of our regulations because of
the training pieces. We get tremendous
turnover in many of our mental health
facilities, in home and community-based as
well as state facilities, larger inpatient, so
we Tfeel very strongly at SAMHSA that we need a
standard for training and a regular
periodicity of training, that we can®"t have
regulations that say "and training will occur
on a regular basis." We want to know what
that regular basis means. The use of
seclusion and restraint prevention tools,
we"re calling these prevention now, crisis
plans for a unit, individualized crisis plans.
Better kno