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Introduction

By Joe Reichle, PhD, and Tim Moore, PhD, LR BCBA-D

What is the Minnesota
LEND?

The University of MN LEND (Leader-
ship Education in Neurodevelopmen-
tal and Related Disabilities) Program
is an interdisciplinary leadership
training program spanning a number
of health, allied health and educa-
tional disciplines across the University
of Minnesota and is funded by the
Maternal and Child Health Bureau
(MCHB) of the US Department of
Health and Human Services.

With the formation of the Univer-
sity of Minnesota‘’s LEND program
our university community has the op-
portunity to have increased training,
engagement, and support for chil-
dren with Autism Spectrum Disorders
(ASD) and other neurodevelopmental
disabilities. The academic disciplines
within the University have collabo-
rated to create unique and powerful
learning experiences for students.

LEND fellows are graduate and post-
graduate students selected for their
outstanding skills and commitment
to improving the quality of life for
children with neurodevelopmental
disabilities and their families.

The MN LEND's Interdisciplinary
Training Program curriculum incor-
porates both didactic, research and
practicum experiences using a com-
bination of activities located in both
clinical and community training sites.
More information on LEND can be
found at http:/lend.umn.edu/

What is the LEND Brief

Twice a year LEND publishes LEND
Brief. This publication is written for
a general audience that includes but
is by no means limited to parents,
practitioners, policy makers, admin-
istrators and researchers who have
an interest in neurodevelopmental
disabilities. In each publication we

focus on research, policy, and service
delivery mechanisms in the area of
education, health and public health
that require an interdisciplinary team
effort. Articles appearing in LEND
Brief are intended to inform the
readership about ongoing activities
within a segment of the service de-
livery system or research and practice
that should inform practice, policy or
research in the area of neurodevelop-
mental disabilities.

What is the focus
of this LEND Brief?

This issue of the LEND Brief focuses
on person-centered positive behav-
ior support and on individuals living
in community settings who have
benefitted from systematic and lon-
gitudinally delivered positive behavior
support and person-centered plan-
ning.
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What is positive behavior
support?

Positive behavior support (PBS)
is a package of evidence-based
strategies to increase quality of life
and decrease problem behavior
by teaching new skills and making
changes in a person’s environment.
PBS combines: (a) a focus on valued
outcomes for the individual; (b) the
combined utility of behavioral and
biomedical science; (c) an emphasis
on research-validated procedures;
and (d) systems change to enhance
quality of life and reduce problem
behaviors (Carr, Dunlap, Horner,
Turnbull, Sailor, Anderson, Albin,
Koegel, & Fox, 2002). Positive be-
havior support takes a preventative
approach to the topic of problem
behavior by supporting the indi-
vidual, in the environments where
he or she learns, works, plays and
lives, to maximize control over his/
her environment via socially-desir-
able behavior and the acquisition of
self-regulation skills.
Person-centered planning (PCP)
is designed to provide support to an
individual in planning their desired
life and supports that are needed to
achieve that life. It represents a life
planning model to enable individu-
als who require support to increase
their personal self-determination
and improve their independence
while shifting supports from pro-
gram-centered to person-centered.
PCP is accepted practice in many
countries. It has been advocated as a
planning strategy that could benefit
many segments of society who find
themselves disempowered by current
service delivery methods that cannot
always fit unique needs of individu-
als into rigid program structures (e.qg.
children, people with physical dis-
abilities, people with mental health
issues and elderly persons).
Developing person-centered
positive behavior support in a system
wide effort requires effective re-

source allocation, staff development
(including team building and collab-
oration), and consideration of the

fit of the support strategies for the
consumer, the family, and the peo-
ple who will implement the plans.
Implementation of positive behavior
support that utilizes PCP, assessment
and intervention strategies must en-
gineer the larger environment within
an organization and home to ensure
success.

In this issue, Reichle and Moore
provide an overview of positive
behavior support strategies with an
emphasis on preventative approach-
es, along with a brief discussion
of the component strategies that
comprise PBS. Kleist and Amado
provide an overview of PCP along
with the range of specific protocols
for PCP. They also discuss implica-
tions for service providers in human
services. They briefly overview the
Olmstead court decision which
ruled that unjustified segregation of
persons with disabilities constitutes
discrimination in violation of Title Il
of the Americans with Disabilities
Act. The Court held that public enti-
ties must provide community-based
services to persons with disabilities
when, (1) such services are appropri-
ate; (2) the affected persons do not
oppose community-based treatment;
and (3) community-based services
can be reasonably accommodated,
taking into account the resources
available to the public entity and the
needs of others who are receiving
disability services from the entity.
Person centered planning represents
a useful tool in upholding the spirit
of this ruling which is discussed.

Carlson-Britting, Rotholz, and
Moseley summarize findings from
a national survey exploring state
policies and practices in behavior
supports for persons with intellectual
and developmental disabilities in the
United States. Their findings suggest
a number of areas that require the
attention of policy makers, person-

nel preparation entities, and in-ser-
vice-training and technical assistance
providers that will require careful
consideration in improving the ser-
vice delivery system.

Freeman, Enyart, and Mat-
thews offer an example of steps
being taken to establish an integrat-
ed state-wide system for preventing
problem behavior in home and
community settings in Kansas that in
its relatively brief history has made
an impact.

Hieneman and Cessna de-
scribe the implementation of PBS in
community settings. They provide
an ecologically-based multi-tiered
perspective offering examples of
positive outcomes as a result of
privately delivered technical assis-
tance to agencies. Finally Danov
and Amado offer the story of an
individual with severe problem be-
havior who, as a result of persistent
implementation of the strategies
discussed in this Brief, has a signifi-
cantly improved lifestyle and a future
she and her family could not have
imagined was possible.

Conclusion

The MN LEND hopes that you enjoy
this issue of LEND Brief. Follow LEND
activities on the website. We hope
to post information about upcoming
LEND Briefs in the near future that
focus on more important and cut-
ting-edge health services for children
and adults with Neurodevelopmental
Disabilities. If you have comments
regarding this publication please
direct them to Dr. Joe Reichle or Dr.
Tim Moore at knye@umn.edu

1. Carr, E.G., Dunlap, G., Horner, R.H.,
Koegel, R.L., Turnbull, A., Sailor, W., An-
derson, J., Albin, R., Koegel, LK., & Fox,
L. (2002). Journal of Positive Behavior In-
terventions, 4(1), 4-16. Copyright (2002)
by PRO-ED, Inc.
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Overview of positive behavioral support

Joe Reichle, PhD, and Tim Moore, PhD, LP BCBA-D

Significance and
challenges in addressing
the needs of persons with
problem behavior

Problem behavior consistently ranks
as one of the top service challeng-
es reported by providers (Horner,
Diemer, & Brazeau, 1992; Horner,
Sugai, Todd, and Lewis-Plamer,
2005). It is associated with more
significant cognitive impairment and
severe communicative limitations.
Problem behavior is increasingly
more likely among individuals who
experience severe and multiple
developmental disabilities (Harvey,
Boer, Meyer, & Evans, 2009). Epide-
miological estimates suggest 15-20%
of individuals with intellectual or de-
velopmental disabilities (IDD) exhibit
one or more topographies of prob-
lem behavior (Emerson et al., 2001;
Lowe, Allen, Jones, Brophy, Moore, &
James, 2007).

Developmentally, some problem
behavior appears early in almost all
children regardless of their disability
status. For example, approximately
half of interactions among two year
olds involve problem behavior (Pat-
terson, 1987) while Campbell (2006)
reported that approximately 10-15%
of all typical preschool children have
chronic mild to moderate behavior
problems. For these children, prob-
lem behavior represents a potentially
significant barrier to success (Camp-
bell, 2002; Johnston, Richler, Feely, &
Jones, 2012), yet one that is diagnos-
tically difficult to address because of
its widespread occurrence. We know
that chronic and persistent problem
behavior has been associated with
greater risk for lower educational
achievement (Campbell, 2002).
Approximately 18% of preschoolers
with early onset moderate to high

levels of aggression have been asso-
ciated with a progressive worsening
of problem behavior. By the mid to
late elementary years, these children
display poorer academic and inferior
social skills when compared to their
peers. Additionally, (Miller & Prinz
1990) reported a strong correlation
between chronic anti-social behavior
in childhood and psychopathology
and criminality in adolescence and
adulthood.

For some children, significant early
educational challenges may begin a
cycle in which instruction becomes
aversive. As failure and correspond-
ing escape attempts increase,
interactions with educators become
more punitive with a decrement in
learning (Scott, Nelson, & Liaupson,
2001). Often, in this type of scenar-
io emerging problem behaviors are
maintained and strengthened as a
result of coercive social interactions
in which problem behavior can be-
come reinforced for the child as well
as the adult (Gunter, Jack, DePaepe,
Reed, & Harrison, 1994). For exam-
ple, a student may tantrum to escape
difficult work. Educators may release
the learner themselves to escape the
aversiveness of the tantrum. Thus
both the learner and the adult are
negatively reinforced by the removal
of an aversive event.

Without effective intervention,
problem behaviors contribute to poor
physical and mental health, wors-
ened educational, social, familial, and
residential outcomes, and decreased
community participation (Brown,
MacAdam-Crisp, Wang, & larocdi,
2006; Malick-Seltzer & Krauss, 2001,
Mugno, Ruta, D'Arrigo, & Mazzone,
2007; Werner et al., 2009). Much of
the variability in the degree to which
these aspects of life are impacted can
be accounted for by the presence

or absence of problem behavior in
the course of daily routines (Hast-
ings, 2002; Malick-Seltzer & Krauss,
2001; Mugno et al., 2007). We know
that persons who produce problem
behavior may receive less positive
attention from others and the atten-
tion that they receive may be more
directive and reprimanding in nature
(Fry, 1983; Reichle, 1990; Carr, Taylor,
& Robinson, 1991). Problem behavior
has been shown to result in restricted
school and residential placements
along with more limited communi-
ty opportunities. These variables in
turn, can place considerable stress
for all of the involved stakeholders
(O’'Neill, Vaughn, & Dunlap, 1998;
Sinclair, Thurlow, Christenson, &
Evalo, 1996).

The goal of comprehensive
positive behavioral support (PBS) is
to prevent problem behavior and to
produce rapid, durable, generalized
reduction in problem behaviors while
improving opportunities for success
in work, home and community envi-
ronments (Horner & Carr, 1997).

Describing a framework

to discover why individuals
engage in problem
behavior

Events that maintain the use of prob-
lem behavior can be either non-social
(the behavior is maintained by rein-
forcers that do not require the medi-
ation of other people) or social (the
behavior is maintained by a reinforcer
whose delivery is mediated by other
people). An example of behavior

that is non-socially maintained might
involve an injury or health issue (e.g.
ear infection, severe flu, urinary tract
infection). An example of a problem
behavior maintained by a social event

Continuted on page 4
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might be a peer offering an individ-
ual a cup of coffee after they threw
a cup at the individual. With respect
to social events maintaining prob-
lem behavior, many researchers and
practitioners have described social
events that can maintain problem
behavior that include; (a) attention
seeking/maintaining, (b) tangible
seeking/maintaining, and (c) escape/
avoidance maintaining. By the early
to mid-1980s researchers were focus-
ing on intervention strategies that
directly addressed socially maintained
problem behavior as a member of
one or more of these groups of
maintaining variables (Reichle &
Wacker, 1993).

Functional behavior assessment
(FBA) is aimed at determining the
“reasons” or maintaining variables
that continue to reinforce learners for
producing problem behavior. Tools
used involve interview, direct obser-
vation, and (in a number of instanc-
es) a functional analysis. With respect
to functional analyses, a number of
early investigators (e.g. Carr, New-
som, & Binkoff, 1980; Iwata, Dorsey,
Slifer, Bauman, & Richman, 1982 and
1994) demonstrated the efficacy of
manipulating consequences in an
experimental evaluation to deter-
mine social functions associated with
problem behavior. Functional analy-
ses are distinguished from functional
assessment because they allow for
a determination of causal relation-
ships between problem behavior and
the circumstances that influence its
occurrence and maintenance over
time, rather than simply addressing
correlative relationships between the
problem behavior and a social func-
tion (see Table1). Although functional
analyses may yield quicker answers
addressing the function of problem
behavior (particularly with behavior
that occurs relatively often), analysis
such as ABC analysis in which a prac-
titioner carefully records the form
of the problem behavior along with
the events that occurred prior to and
immediately following the episode.

These recordings are then summa-
rized to look for patterns of anteced-
ents and consequences that appear
to be associated with the problem
behavior. In this section we will cover
a discussion of linking assessment to
intervention. In practice,functional
analysis requires a higher level of in-
tensity, expertise, and resources, and
is generally considered an approach
to use when less-intensive functional
assessment procedures have failed
to identify the relationship between
environmental circumstances and
problem behavior sufficiently to
design an effective intervention. Nu-
merous studies have demonstrated
the efficacy of functional behavioral
assessment (less intensive than the
experimental functional analysis)
paired with PBS in reducing problem
behavior (e.g. Carr & Carlson, 1993;
Kemp & Carr, 1995; Mace, Lalli, &
Lalli, 1991; Carr et al., 2002; Durand,
1990; and numerous others).

Linking assessment
to intervention

Carr and Durand (1985) were among
the first to clearly demonstrate the
importance of directly linking infor-
mation gleaned through a functional
behavior assessment with the prag-
matic function of the communicative
act chosen for intervention. This
research showed that by selecting

a communicative alternative that
served the same social function as
problem behavior (i.e. escape, obtain
or maintain access to goods and ser-
vices, and obtain or maintain atten-
tion) interventionists were successful
in teaching an alternative to problem
behavior. Teaching an alternative
behavior made it no longer necessary
to engage in problem behavior that
was not as efficient as the alterna-
tive. Teaching a viable communica-
tive alternative resulted in collateral
decreases in problem behavior (see
Durand, 1987; Durand & Carr, 1985,
1991). Evidence also demonstrates
that when the selection of a com-

municative alternative is not well
matched to the events that reinforce
an individual’s problem behavior,
teaching communicative alternatives
will not result in a corresponding
decrease in problem behavior. Thus
communicative alternatives selected
as an alternative to problem behav-
ior must be functionally equivalent
in that they are associated with the
same exact reason that an individ-
ual has chosen to produce problem
behavior.

Identifying one of the major social
functions (reinforcer that maintains
the learners production) of a partic-
ular problem behavior may not be
sufficient to result in a direct linkage
to intervention. Determining that
a problem behavior serves to gain
escape from an activity may be only
the first step towards informing the
interventionist’s choice of a func-
tionally-equivalent communicative
alternative. For example, suppose
that an individual produces problem
behavior to escape activities only
when they are significantly longer
than usual. Although to escape is
the social function, the appropriate
communicative alternative can be
more narrowly pinpointed. In this
case requesting a break might be
the best matching communicative
alternative. On the other hand, if the
learner escaped because an activity
was excessively difficult, requesting
assistance may be the best option.
Thus, simply knowing the function
that a behavior serves would not be
sufficient to make the best selection
of an intervention strategy (John-
ston, Reichle, Feely, & Jones, 2012;

Reichle, Drager & Davis, 2002).
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Table1. Examples of information obtained from a functional assessment

Scenerio: John is a 45 year old who lives in a community residence serving him and two other individuals. A
functional assessment is being completed in order to address yelling outbursts that occur throughout the day.
Below is an excerpt from an A-B-C observation that was completed over the course of two days.

8:30 a.m. Breakfast Staff asks John if he John yells “I'm not Peers laugh Attention from peers
would take his turnin  going to do this” Staff sets table and/or escape from
setting the table task

8:35a.m. Breakfast Housemates are sitting John yells “get me out  Staff says okay and Escape from task and
around a table eating  of here” John leaves the group  possibly attention
breakfast

8:40 a.m. Cleanup Housemates are John yells “I hate John allowed to Escape and attention
clearing table cleaning” terminate cleaning from staff member

8:55a.m. Chores Housemates are John begins singing/ Peers laugh Attention from peers
completing individual  yelling the incorrect
chores lyrics to the song

playing on the radio

9:02 a.m. Freetime A staff member offers  John screams “I hate  Staff member asks Attention from

John a magazine reading” John to join him and teacher/
begins to read to John  Amd escape (from self
reading)

This excerpt is representative of the entire observation. From, the above data is it not possible to determine
the precise functional relations between the yelling behavior and environmental events. A functional (experimen-
tal) analysis must be completed. In a functional analysis, antecendents and consequences are manipulated so
that their individual effects on the problem behavior can be determined. In this case, the conditions that would
be presented are shown below.

Free time (control) Preferred activities are available, no demands  VYelling is ignored
are placed on John

Contingent attention Attention is withheld Attention in the form of mild reprimands, e.g.,
“stop yelling”
Contingent escape Task demands are delivered frequently Break from task is given

The function that the yelling behavior serves for John can be determined based on data collected in each of
the above conditions. Elevated yelling in the attention condition would mean that the behavior is maintained
by positive reinforcement. Elevated yelling in the escape condition would mean the behavior is maintained by
negative reinforcement associated with being released from the adversive siutation. The PBS framework does
not include provision for the use of punishment techniques to suppress problem behavior. Positive punishment
(delivering aversive stimuli contingent on problem behavior, such as faradic shock) and negative punishment (re-
moving desired items or activities contingent on problem behavior, such as restricting access to TV or removing
earned reinforcers such as tokens) were once state-of-the-art in behavioral supports but are increasingly prohib-
ited by states on human rights grounds (e.g. see State of Minnesota rule 245D).

Continuted on page 6
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Proactive interventions: Examples of a communicative alternative
and antecedent focused intervention strategies

Communicative alternative example

What is request a break?

Sometimes persons seek escape from an activity
because it is longer than an individual’s ability to
successfully sustain engagement. When this occurs
an individual may seek escape. A request for a
break is a communicative intervention in which an
individual completes a portion of an activity and
then requests a break. Following the break, the
individual returns to the activity.

Who would benefit from being taught a request a
break response?

Individuals whose behavior is escape-motivated
would benefit from being taught to request a
break. Consider a young boy who participates in

a structured activity for a brief amount of time
and then begins to engage in aggressive behaviors
toward his peers when he wishes to leave the
activity. Another individual may scream when they
have lost interest in an activity. These individuals
can be taught to request a break using a
communicative strategy involving spoken, gestural,
and/or graphic symbols (access to preferred
activities).

How do you teach a request for a break?

The first step is to identify through a functional
behavior assessment how long the individual can
stay engaged with a particular activity or task
before engaging in the problem behavior. This will
assist the interventionist to determine when the
break should be offered to proactively address the
challenging behavior. In other words, you want
to teach the request a break strategy before the
challenging behavior occurs and not during an
episode of problem behavior.

To teach this strategy, the interventionist should
approach the individual while they are still engaged
in the activity and ask Want to take a break? or
approach the individual with a sign for break or a
graphic symbol. The break should provide a choice
of preferred activities for the person. This will
provide negative reinforcement (escape from the
activity or task) as well as positive reinforcement.

 Returning to the activity can be difficult for many

who may resist leaving a preferred activity to return
to a non-preferred activity or task. Here are some
suggestions that may help —

» Select reinforcers that are available during break
time that are consumed or naturally dissipate.
Once the reinforcer is gone, it is more of a
natural consequence and an easier transition for
the individual to return to the activity or task.
Some examples might be a small number of
snack items. The key is to find a reinforcer that is
motivating.

When the individual does comply and return

to the activity or task, a reinforcer should be
delivered that is available only when they return
without challenging behavior. This reinforcer
should not be available at any other time and
should be highly preferred.

Antecedent focused support strategy
What is tolerance for delay of reinforcement?

* This strategy influences problem behavior by

cuing an individual that they are about to obtain
a desired outcome (attention, escape or access
to a desired activity contingent on continued
participation for a slightly longer period. For
example, an individual was taught to request a
break a job supervisor might say, “Just finish up
two more and we'll go outside”.

In this strategy, the individual is taught to tolerate
the delay of reinforcement . The strategy can be
helpful in teaching a person to better regulate
their participation in familar activities. Alternatively,
with individuals seeking to gain access to desired
attention and breaks, it can help teach them to be
more patient.

With individuals who have learned a
communicative alternative, it can teach them to
moderate the use of communicative acts such as
requesting help or requesting a break.



Who would benefit from implementing the
tolerance for delay of reinforcement strategy?

Teaching a tolerance for delay of reinforcement is
useful when persons engage in challenging behavior
to—

* Escape or avoid a task- Rachel runs from the TV
area after puting away one of the three videos that
she had out.

* Obtain desired objects/activities- Karen tantrums
each time she requests a magazine that another
individual is examining.

e Obtain or maintain attention- Jason acts
aggressively toward his peers when left to
engage in an activity independently without adult
attention.

How do | implement a tolerance for delay of
reinforcement as an intervention strategy?

e First, conduct a Functional Behavioral Assessment
to determine the function of the problem behavior.
If the function is to escape/avoid a task, obtain
a desired object or activity, or obtain or maintain
attention, then implementing a Tolerance for Delay
of Reinforcement would be appropriate.

* Choose a specific activity or time of day to begin
to implement this strategy. Pick a time when you
know the problem behavior generally occurs.

* Decide whether the person will need to wait for a
specific amount of time or participate in a specific
activity in order to receive the reinforcer.

e Itis important to decide ahead of time what you
are expecting the individual to do. He/she must
understand what is expected of them in order to
receive the reinforcer. If you need a person to wait,
make sure it is for a short and specific amount of
time. If he/she needs to participate in an activity,
make it clear exactly what they will need to do in
order to receive the reinforcer. Be realistic about
the persons’s current abilities. It is better to work
incrementally in small steps helping the individual
to achieve success rather than in large steps that
may set the child up for failure. Given that you are
either asking for the person to wait for a specific
time or you are asking them to complete a certain
activity, this intervention is comprised of two
different cues: a time-related delay cue and a task-
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related delay cue.

What are delay cues?

e A delay cue in general is a verbal, gestural, or

graphic signal given to the individual to indicate
that participation in the task is about to be
terminated or a preferred item/event is about to be
delivered, contingent on the absence of problem
behavior.

A time-related delay cue communicates that
reinforcement will be delivered contingent on
refraining from engaging in challenging behavior
for a period of time. The period of time can be
specific such as, “We'll be done in 3 minutes”, or
indefinite such as, “We'll be done soon”. Using
a clear signal (visual timer or other audio or visual
cues) is helpful to make the concept of time more
concrete for the person.

A task-related delay cue communicates that
reinforcement will be delivered contingent on

a certain amount of task engagement with no
challenging behavior. Task engagement or waiting
to access a positive reinforcer can be incrementally
increased to increase the time the individual is
engaged in the specified activity.

What is a release cue?

* A release cue is a verbal, gestural, or graphic signal

to indicate the delivery or onset of reinforcement.
When the person has complied and met the task
demands, it is important to have a cue to let them
know that they will be receiving their reinforcer.
Examples of release cues include saying “We're
done” when the child has completed the activity or
“Here it is” when a desired item is delivered.

It is important to remember that both delay cues
and release cues should be chosen based on the
individual’s comprehension and the specific activity.
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This Fact Sheet of the Challenging Behaviors
Series was abstracted from LEND.umn.edu

Describing the components
in individualized PBS

PBS rests upon three major pillars:
person-centered practices, inclusion/
social role valorization, and applied
behavior analysis (Carr et al., 2002).
Assessment and intervention meth-
odologies reflect this breadth of per-
spective, and measurement/evalua-
tion practices are guided accordingly
by behavioral science. In PBS indi-
vidualized intervention procedures
are guided by functional behavior
assessment and an evaluation of eco-
logical factors that may contribute to
problem behavior. PBS strategies con-
tain a strong emphasis on proactive
strategies that address not only the
individual but the environments in
which they live and work.

Ultimately a PBS plan includes four
primary sections —

Designing antecedent focused
interventions/strategies to alter
provoking triggers associated with
problem behavior,

Teaching socially acceptable
behaviors that replace problem
behavior (e.g. communicative
alternatives to problem behavior)
and modifying instructional
delivery or events that may

alter the learners acceptance of
instruction or social interaction,

Reinforcing positive/ socially
desirable behavior, and

Arranging for the absence of
reinforcing consequences (or
outcomes) for problem behavior
so the behavior becomes
inefficient for the person

A comprehensive PBS plan with
specific, individualized components
in these four sections serves as a set
of systematic guidelines for the ac-
tions of others who interact with the
learner (Carr, Levin, McConnachie,
Carlson, Kemp, & Smith, 1994; Du-

rand, 1990; Reichle, McEvoy, Davis,
Rogers, Feeley, Johnston, & Wolff,
1996; and numerous others). Each of
these four intervention areas must be
applied at an individualized level with
the intensity required to establish
progress towards the person’s goals.

It takes a village

A system-wide PBS framework
includes high-quality preventative
measures applied to all individuals
in a tiered system designated for
PBS. Recent school-wide PBS initia-
tives have developed a three-tiered
framework.

e Tier 1- involves proactive social
methods for the systematic
delivery of more consistent and
dense schedules of positive
reinforcement for desired social
behavior paired with consistent
consequences and support
strategies directed at problem
behavior for all students.

Tier 2- targets individuals who
will need some additional
intervention that does not
require a detailed and highly
individualized plan. For example,
weekly social skills groups for
students who require support
for initiating and maintaining
friendships.

Tier 3- focuses on individuals
participating within the system
who require highly individualized
supports.

These three intervention tiers and
their implementation in a systems
change effort are discussed further in
the articles by Heineman and Cess-
na and Freeman et al. in this issue.
Systems change efforts in home,
community, work and school need to
be implemented by individuals who
have a clear vision of the outcomes.
In-service workshops and training
efforts will not be effective if staff
members are not clear about why
they should “buy in” in learning
new skills. In school-wide PBS there

is general agreement that around
80% of an agency’s staff must “buy
in” or want to engage in the sys-
tem change initiative to have a real
chance to sustain the effort.

Summary

The aim of this article has been to
briefly describe aspects of imple-
menting assessment and linking
assessment to intervention strategies.
In doing so, we have been careful

in describing a number of different
“bins” of intervention strategies that
often need to be coordinated to pro-
vide the support that a person with
significant problem behavior requires.
For example teaching a learner to say
no thank you rather than engaging
in aggression to avoid a particular
item may be acceptable. However,
that same communicative alternative
does not represent an acceptable
alternative behavior for problem
behavior emitted to avoid taking
seizure control medication.

An important feature of PBS in
community settings that we have
emphasized is the need to consider
not only individualized intervention
strategies (Tier 3 as we have de-
scribed) but strategies that can be
implemented within the system itself
to provide required support. This lev-
el of coordination is not always quick
and easy to achieve but it is critical in
developing a culture within a service
delivery system for providing high
quality care.

In developing more comprehen-
sive service delivery systems several
areas require continued attention.
First, the bulk of the evidence base
supporting PBS has been accumulat-
ed in public schools. To date, rela-
tively few systems demonstrations
have been executed in adult commu-
nity services. Furthermore, relatively
limited evidence has been generated
regarding system-wide use of the
strategies with populations who
experience mental illness or disabil-
ities such as Alzheimers Disease or
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Tramatic Brain Injury.

Additionally, although PBS em-
braces the practices utilized in PCP,
many professionals implementing
PBS often have little or no experi-
ence in the area of person-centered
planning (see Kleist & Amado, this
issue). This will require additional
training for many professionals who
already feel very qualified. Finally,
as Carlson- Britting et al. (this issue)
point out, many states have signif-
icant work related to addressing
the standards, expertise and quality
assurance required to put a truly
effective system of service and tech-
nical support to provide high quality
service in supporting the needs of
individuals who engage in a signif-
icant level of problem behavior. In
spite of the significant challenges
ahead we believe that the increasing
attention to comprehensive PBS and
person-centered planning networks
represents progress toward enhanc-
ing our service capability in this area.
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LEND and a professor in the Department of
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procedures to teach individuals with significant
developmental disabilities to use augmentative
communication systems, and establishing and
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the Minnesota Department of Human Services
where he and his team provide residential and
mobile services for adults with IDD and severe
challenging behavior using a person-centered
PBS framework. Previously he was a post-doc-
toral MN LEND Fellow, and spent many

years working in the community developing

a home-based, family-centered behavioral
intervention program that continues as a re-
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An overview of person-centered planning
and implications for human services

Angela Novak Amado, PhD, and Barbara A. Kleist, MEd, JD

Person centered planning:
A family of approaches

Person centered planning is best
described as a family of approaches
designed to help people plan for
their future. It's a process of learning
how a person wants to live and then
describing what needs to be done to
support them moving toward that
life (Smull & Sanderson, 2005). The
goal of person-centered planning is
to help develop meaningful life goals
for an individual based on his or her
strengths and skills, using personal,
natural, and creative supports and
services (Kincaid et al., 2002).

Anyone could benefit from
person-centered planning, and
many demonstrations of the process
have involved children and adults
with neurodevelopmental disabili-
ties and the people who care and
support them. The effectiveness of
person-centered planning can also
complement the creation of services
and supports that address problem
behavior that an individual may be
experiencing. In this article, we pro-
vide an overview of person-centered
planning for those who have had
limited previous exposure.

The origins of person-centered
planning

O’Brien and O’Brien (2000) de-
scribed person-centered planning as
evolving from the early days of the
deinstitutionalization movement and
the seminal work of Wolfensberger
(1976) on the principle of normaliza-
tion, defined as “the use of culturally
valued means in order to enable, es-
tablish, and/or maintain valued social
roles for people” (Wolfensberger &
Tullman, 1982, p.131). This principle

was developed at a time when many
children and adults with neurode-
velopmental disabilities were insti-
tutionalized, and its basic tenet was
that a more desirable goal was to
assist such individuals to live a life as
normal as possible in the community.
These ideas came from a perspec-
tive of seeing the person as a whole
person rather than the common view
of seeing them as their disability or
diagnosis. Moving from an institu-
tional model of services and supports
for persons with neurodevelopmental
disabilities required a new way of
thinking. Services and funding were
driven (and still are to a significant
degree) by a medical model that fo-
cused primarily on health and safety.
For most individuals with neurode-
velopmental disabilities, decisions
about many aspects of their lives are
often dictated by others — parents,
guardians, other family members,
school personnel, or medical and
social service professionals (O'Brien

& O'Brien, 2000). Often, options
about how people live are dictated
by available funding streams or by
existing rules and regulations. Often
persons with quite complex behavior-
al challenges and difficult behaviors
are not involved in the planning pro-
cess; instead, decisions are made by
the “services system” regarding what
is best for them (O’Brien & O’'Brien,
2000).

Influenced by Wolfensberger’s
(1972) conceptualization of the
principle of normalization regarding
how society views and responds
to persons with disabilities, a net-
work of people working to promote
these ideas began to question the
proper role of human services in
society and in people’s lives. Subse-

quently, person-centered planning
emerged in the early 1980's as a tool
for changing service practices and
improving the lives of children and
adults with disabilities (O'Brien &
O’Brien, 2000, p.5). Early pioneers in
person-centered planning included
Judith Snow, Beth Mount, Connie
Lyle O'Brien, John O'Brien, and
Michael Smull. Each added their own
contributions to creating methods for
capturing a person’s hopes, dreams,
aspirations and goals as they plan
their future. Over the last 40 years,
the initial approaches have blos-
somed into at least eleven different
methods (O'Brien & O'Brien, 2000,
p.23). While all of these approaches
to person-centered planning have
their unique attributes, one common
thread in each of these is the role of
the individual for whom the plan is
designed. This person is at the center
of the planning process — they are
the expert in their own lives.

Characteristics of person-
centered planning

Person centered planning is a dynam-
ic and interactive process that defines
the preferred lifestyle that a person
wishes to live. Further, it identifies
actions that are needed to support
that person in living that life. The
process of person-centered planning
includes strategies to increase: 1) the
person’s quality of life, 2) relation-
ships, and 3) activities that build on
their strengths, priorities, values, and
preferences. The desired outcome of
a person-centered plan is a better life
for the child or adult (Amado & Mc-
Bride, 2001). Person-centered plan-
ning requires the active participation
of the people that are important to
the person with neurodevelopmental
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disabilities and may include family,
friends, neighbors, service providers
and other professionals, depending
on the purpose for developing a
person-centered plan. The style and
format of a person-centered plan
can vary, depending on the approach
used.
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persons to define and work
toward a desirable future;

* Person-centeredness
fundamentally challenges
practices that separate people
and perpetuate controlling
relationships;

(initially called McGill Action Planning
Systems), 3) Planning Alternative
Tomorrows with Hope (PATH), 4)
Essential Lifestyle Planning (ELP), and
5) Person Centered Thinking. While
these approaches share the common
characteristics and fundamental be-
liefs stated previously, each approach

In an article defining positive ap-
proaches, O'Brien and Lovett (1996)
identified five foundational beliefs in
person-centeredness common to all
person centered approaches. These

are —

* Person-centered planning answers
two essential questions, who is
this person and what is important

to him/her;

* Person-centeredness aims to
change common patterns
of community life, stimulate

community hospitality, and enlist
community members in assisting

* Honest person-centered planning
can only come from respect for
the dignity and completeness of
the person;

* Assisting people to define and
pursue a desirable future tests
one’s clarity, commitment and

Common person-centered
planning approaches

The most common person-centered
planning approaches used with
children and adults with neurode-
velopmental disabilities include: 1)
Personal Futures Planning, 2) MAPS

Table 1. Common approaches to person-centered planning

Personal Futures Planning
(Mount, 2000)

MAPS
(O’Brien, Pearpont & Kahn, 2010)

PATH
(O’Brien, Pearpoint & Kahn, 2010)

Essential Lifestyle Planning
(Smull & Burke-Harrison, 1992)

Person Centered Thinking (Smull,
2009)

This process emphasizes getting to know a
person, creating or recognizing a person’s
dreams, developing their ideas for their future,
and taking action on those ideas.

A person-centered process that results in a
plan that helps people see where they are
now, decide where they want to go, and how
they can get there.

A powerful tool for defining an inspiring
future, and defining the action steps to take
toward that future. PATH plans empower
people to understand and take control of the
situation.

A planning process for learning how a person
wants to live now and the steps to establish
that life. This process was originally developed
for people with “severe reputations” — those
whose behavior was challenging to those who
supported them.

A structured set of skills and tools for getting
to know people and help them plan. These
tools can also assist agencies and systems

in transforming from system-centered to
person-centered organizational practices.

The concepts and tools provided by Person
Centered Thinking help practitioners from any
discipline learn to listen in new ways.

courage (O’'Brien & Lovett, 1996).

also has unique qualities and useful-
ness described in the Table 1.

As mentioned previously, O'Brien
& O’Brien (2000) have described
other person-centered planning
approaches that have also been
developed. Such approaches are
designed for specific purposes such
as assisting someone to get a job or
planning for retirement. For example,
one approach used in employment is
called Discovering Personal Genius™
(Griffin et al., 2012) and is also
known as the Discovery process. It's
a person-centered approach used in
job development efforts that explores
“who the job seeker is, what they

The process is useful for creating a person’s
dream using the creative thinking of a
group of people committed to assisting
them in realizing their dreams for a better
and more meaningful life.

The MAPS process is a version of Personal
Futures Planning which has been useful
for supporting inclusion of students with
disabilities in school settings.

This process is useful when a person has a
group of people supporting them who are
committed to making the things happen
that are on the person’s PATH plan.

This process can be used with anyone at
any time. It is particularly useful when
someone’s life is in chaos or crisis, when
the emphasis is on how to help the person
have a better life right now.

The tools are useful for helping people
direct their own lives. They can also support
organizational culture change in the service
systems by establishing more effective

and efficient methods of using available
resources.



know, and where they best fit.”
Another example is an approach

for people facing retirement which
uses person-centered planning to
support older adults with disabili-
ties to transition from a work life to
retirement (Stancliffe et al, 2013). As
person-centered planning continues
to evolve, different approaches and

uses will likely continue to emerge.

The future of person-
centered planning: Moving
a mountain

Over the last 40 years, person-cen-
tered planning has influenced
changes in federal and state policies
to support people to live in commu-
nities rather than institutions. A court
case that has propelled the use of
Person-Centered Planning forward
was the 1999 case Olmstead v L.C,,
in which the United States Supreme
Court issued a ruling that requires
states to eliminate unnecessary
segregation of persons with disabili-
ties and to ensure that persons with
disabilities receive services in the
most integrated setting appropriate
to their needs. This ruling set the
stage for recent changes in policy
and service delivery across the United
States.

As a result of the Olmstead Deci-
sion, states are rethinking how they
design, deliver and fund services to
support people with disabilities to
live in the community. At the fed-
eral level recent changes in federal
regulations for allocating funding for
Home and Community Based waiver
services include specific requirements
around person-centered planning
and supports (42 CFR 441.540 —
Person-Centered Service Plan). One
example of person-centered planning
in federal regulations is the Home
and Community Based Services
(HCBS) option 1915 (c) which now
requires the State's HCBS Waiver pro-
grams to “Ensure that services follow

Continuted on page 14
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Olmstead v L.C.

Olmstead v L.C. involved two
women from Georgia who had
mental illness and developmental
disabilities. Both women had been
voluntarily admitted to the psychi-
atric unit in the State-run Georgia
Regional Hospital. They were ready to move to a community based pro-
gram after completing their medical treatment and the mental health
professionals treating them agreed that they were ready to move.

However, each of the women remained confined in the institution for
several years after the initial treatment was completed despite no lon-
ger requiring the level of care that had been provided by the institution.

The women filed a lawsuit under the Americans with Disabilities Act
(ADA) for release from the hospital. Their case made its way up to the

U. S. Supreme Court and the Court in a landmark decision said states
cannot confine people with disabilities to live in institutions or institu-
tional settings and must provide funding for access to community based
services and supports to children and adults with disabilities in the most
integrated setting. From the United States Department of Justice Civil
Rights Division, Information and Technical Assistance on the Americans
with Disabilities Act in their overview of the Olmstead decision —

On June 22, 1999, the United States Supreme Court held in Olm-
stead v. L.C. that unjustified segregation of persons with disabilities
constitutes discrimination in violation of Title Il of the Americans with
Disabilities Act. The Court held that public entities must provide com-
munity-based services to persons with disabilities when (1) such services
are appropriate; (2) the affected persons do not oppose communi-
ty-based treatment; and (3) community-based services can be reason-
ably accommodated, taking into account the resources available to
the public entity and the needs of others who are receiving disability
services from the entity.

The Supreme Court explained that its holding “reflects two evident
judgments.” First, “institutional placement of persons who can han-
dle and benefit from community settings perpetuates unwarranted
assumptions that persons so isolated are incapable of or unworthy of
participating in community life.” Second, “confinement in an institution
severely diminishes the everyday life activities of individuals, including
family relations, social contacts, work options, economic independence,
educational advancement, and cultural enrichment.” (“About Olmstead
“n.d.).
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an individualized and person-cen-
tered plan of care” (42 CFR 441.540
— Person-Centered Service Plan).
Additionally in the recently approved
regulations for Self-Directed Personal
Assistant Services (PAS), section 1915
(j) requires a Person-Centered and Di-
rected Planning Process that includes
the following —

* The Service Plan is based on an
assessment of need for Personal
Assistance Services (PAS).

 The Service Plan and budget plan
are developed using a person-
centered and directed process.

* Participants can engage in and
direct the process.

e Participants can choose family,
friends and professionals to be
involved as needed/wanted.

e Participants’ preferences, choices
and abilities, and strategies to
address these preferences must
be identified in the service plan.

The plan must include an assess-
ment of contingencies that pose
no risk of harm to participants and
an “individualized backup plan” to
address those contingencies, as well
as a "risk management plan” that
outlines risks participants are willing
to assume (Person-Centered Service
Plan 42 CFR 441.540).

In response to some of the chang-
es in law and regulation at the feder-
al level, some states have developed
policies and regulations for integrat-
ing person-centered planning into
the service delivery system. These
states include, among others, Ari-
zona, Georgia, Michigan, Vermont,
Washington, Missouri, and Minneso-
ta. The mountain continues to move
and the principles of person-centered
thinking and planning can be found
throughout the systems of services
and supports for children and adults
with neurodevelopmental disabilities
including the federally funded Lead-
ership Education in Neurodevelop-
mental Disability program (LEND).

Person-centered planning
and LEND

There are several implications for
the Leadership and Education in
Neurodevelopmental and Related
Disabilities training (LEND) programs
regarding the concepts and values
of person-centered planning. The
increasing emphasis on person-cen-
teredness in federal and state laws
and regulations presents a unique
opportunity for LEND's interdisciplin-
ary approach to educating future
leaders in neurodevelopmental dis-
abilities. LEND trainees from diverse
professional disciplines come togeth-
er to learn with the goal of becoming
leaders in their respective fields and
to cultivate high levels of interdisci-
plinary clinical competence. LEND is
guided by Maternal and Child Health
(MCH) Leadership Competencies
and includes family-centered care

as one of 12 core competencies.

The definition of family centered
care has similar characteristics with
person-centered planning approach-
es described earlier. Family centered
care is defined in the MCH Leader-
ship Competencies as —

“Family-centered care ensures
the health and well-being of
children and their families
through a respectful family-pro-
fessional partnership that in-
cludes shared decision making.
It honors the strengths, cul-
tures, traditions, and expertise
that everyone brings to this
relationship. Historically, in

the field of MICH, the concept
of family-centered care was
developed within the commu-
nity of parents, advocates and
health professionals concerned
for children with special health
care needs (CSHCN)” (“Fami-
ly-Centered Care” n.d.).

Other definitions of person cen-
tered principles have been defined by
a number of disciplines represented
in LEND. Although there are many
discipline specific examples, several
are included in this article. In nurs-
ing, patient centered care has been
defined as “understanding the per-
sonal meaning of the illness for the
patient by eliciting their concerns,
ideas, expectations, needs, feelings
and functioning; promoting the
understanding of the patient within
their unique psychosocial context;
sharing power and responsibility,
and developing common therapeu-
tic goals that are concordant with
the patient’s values” (Drach-Zahavy,
2009 in McCance et al., 2011). In the
discipline of family social sciences,
family centered care has been de-
scribed as “a way of caring for chil-
dren and their families within health
services which ensures that care is
planned around the whole family,
not just the individual child/person
and in which all the family members
are recognized as care recipients”
(Shields, Pratt, & Hunter, 2006, in
McCance et al, 2011). In special ed-
ucation, the purpose of the Individ-
ual Education Plan and the Positive
Behavioral Support Plan provides
specific measurable goals centered
on the specific learning needs of the
student. Additionally the concept of
school wide positive behavioral sup-
port attempts to implement support
strategies for an entire environment
of typically developing students and
students with disabilities. In mental
health, principles of person-centered
planning are found in evidence based
practices such as Wellness Recovery
Action Plan (WRAP) and Wrap-
around, a planning process used with
children with emotional and behavior
disorders that empowers the family
and focuses on their child’s strengths.

One common theme across these
different definitions is that the child

Continuted on page 15



or adult who is being supported is at
the center of the planning process, a
larger community around the child or
adult plays an integral role in support
which reflects a core principle of any
person-centered planning approach.
Anyone who will be working in
health and human services now or in
the future will need to be grounded
in the values and principles of per-
son-centered planning as a foun-
dation for any health and human
service endeavor.

Conclusion

The evolution of the human ser-
vices system in the last 40 years has
evolved from a primarily institutional
and service-focused design toward

a focus on person-centered values.
This evolution has been influenced by
different types of planning processes,
court cases, public policy and other
forces. The transformation of the
current service system for supporting
children and adults with neurode-
velopmental disabilities and their
families will continue to be influ-
enced by person-centered principles
and practices as federal and state
policy continues to shift funding and
resources from institutional models
of care to community-based services
and supports. Practitioners support-
ing children and adults with neurode-
velopmental disabilities will continue
to play a vital role in person-centered
planning processes as an import-

ant tool for identifying, planning

and executing needed services and
supports.
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State policies and practices in behavior
supports for persons with intellectual and
developmental disabilities in the U.S.:
Abbreviated findings from a national survey

By Kinsey B. Carlson-Britting, MSW, MPH, David A. Rotholz, PhD, BCBA-D, and Charles R. Moseley, EdD

In late 2010, the National Association
of State Directors of Developmen-

tal Disabilities Services (NASDDDS),

in partnership with the Center for
Disability Resources (CDR) at the
University of South Carolina, con-
ducted a national survey of state
developmental disabilities agency
policies and practices regarding be-
havior supports. The survey, the first
of its kind, was initiated in response
to the need to document the na-
ture, type, and scope of behavior
support services that are provided to
adults with intellectual and devel-
opmental disabilities (IDD) through
publicly funded service systems in the
United States. Specifically, the study
assessed: (a) the settings in which
behavioral supports are offered; (b)
gualifications practitioners must meet
to be eligible to provide the service;
(c) reimbursement strategies and
funding mechanisms; (d) behavior
support provider training require-
ments; and (e) state policies and
practices governing the oversight
and provision of behavioral sup-
ports, quality assurance, availability
of behavioral support providers, and
the challenges experienced by state
agencies in this area. The need for
this information is pressing as states
fund, permit, and regulate a variety
of interventions to meet the needs of
people with challenging behaviors,
all while there is no national standard
for behavioral support practices or
source of information on the status
of behavior support policies, practic-
es, and services for adults with IDD
at either the state or national level.
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In the absence of solid national data
on the qualifications of profession-
als providing behavior supports and
the nature of the services provided,
states have historically been left to
develop their own service definitions
and professional qualifications or
draw them from other sources.
While full details of this study
and the corresponding results can
be found in the original complete
manuscript titled “State Policies and
Practices in Behavior Supports for
Persons With Intellectual and Devel-
opmental Disabilities in the United
States: A National Survey” in the
journal Intellectual and Develop-
mental Disabilities published by the
American Association on Intellectual
and Developmental Disabilities (AA-
IDD), this abbreviated adaptation will
highlight some of the key takeaways

that emerged and that are likely to
be of interest. These include —

the absence of standard and
consistent service definitions;

the lack of widespread licensure
for qualified behavioral support
providers;

differing policy/procedural
and skill requirements across
treatment setting; and

the overwhelming need for
qualified providers.

The results gathered through
this seminal survey, which included
responses from 44 states plus the
District of Columbia (see Table 1),
provide a starting point for appro-
priately informed and coordinated
quality improvement efforts.

Continuted on page 17
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Table 1. States, plus the District of Columbia, that participated in the

survey
Alabama Hawaii Michigan New York Tennessee
Arizona ldaho Minnesota North Dakota  Texas
Arkansas lllinois Missouri Ohio Utah
California Indiana Montana Oklahoma Vermont
Colorado lowa Nebraska Oregon Virginia
Connecticut Kentucky Nevada Pennsylvania Washington
Delaware Louisiana New Hampshire  Rhode Island ~ West Virginia
D.C. Maryland New Jersey South Carolina  Wisconsin
Georgia Massachusetts New Mexico South Dakota  Wyoming

Setting the stage:

Positive behavior supports
as a personal, state, and
national issue

Publicly financed service systems

for people with IDD are significantly
challenged in their efforts to support
individuals with intensive behavioral
needs, their families, and the provid-
ers who work with them. Ideally, sup-
port strategies and therapeutic ap-
proaches are tailored to the specific
needs of the individual and function
to strengthen his or her ability to live
a productive and satisfying life in the
community with friends and family.
State IDD agencies support a variety
of interventions to meet the needs
of people with problem behaviors. A
review of the service definitions in-
cluded in states’ home and commu-
nity-based Medicaid waiver programs
furnished under Section 1915(c) of
the Social Security Act reveal that vir-
tually every state offers some type of
behavioral support service to eligible
individuals with IDD. The application
of behavioral supports, particularly
positive behavior supports (PBS), has
resulted in significant behavioral and
quality of life changes in the lives of
many people with IDD (e.g., Carr et
al., 1999; Carr et al., 2002; Reichle,
Freeman, Davis, & Horner, 1999;
Risley, 1996). Unfortunately, research
into the widespread use of behavior-
al approaches has been hampered by

two of the survey’s key takeaways—
service definitions and provider
qualifications.

Service definitions and
terminology

The term “behavior supports” was
used in this study to capture informa-
tion on services that include behav-
ioral assessment and intervention
to increase appropriate behavior,
decrease inappropriate behavior, and
teach new skills to replace problem
behavior. Such services are referred
to in different settings and states as
applied behavior analysis, behavior
management, behavioral interven-
tion, behavior supports, and/or posi-
tive behavior supports. These services
can be provided alone or as part of a
broader support plan (ideally, person
centered). Depending on a state’s
service definition, the plan may be
called a behavior support plan, be-
havior intervention plan, PBS plan, or
document with some other title.
From a professional perspective,
Applied Behavior Analysis (ABA),
refers to “the science in which
tactics derived from the principles of
behavior are applied systematically to
improve socially significant behav-
ior and experimentation is used to
identify the variables responsible for
the improvement in behavior” (Coo-
per, Heron, & Heward, 2007, p. 20).
From a more practical perspective,
ABA uses functional assessment and

analysis to determine the relationship
between a person’s behavior and
environmental variables, and then
makes changes in those variables to
improve the occurrence of socially
significant behaviors. These changes
are then experimentally assessed to
verify the impact of the intervention
(see Baer, Wolf, & Risley, 1968 for a
more complete description).

Many states and treatment pro-
grams have begun using the term
“positive behavior support” (PBS)
to refer to certain types of services
available to ameliorate problem
behaviors. The term PBS, originally
introduced by Horner et al. (1990), is
defined as “a set of research based
strategies used to increase quality of
life and decrease problem behavior
by teaching new skills and making
changes in a person’s environment”
(Association for Positive Behavior
Support [APBS], 2007). It was re-
cently described as an approach that
“grew from the scientific and proce-
dural foundations of applied behav-
ior analysis, benefitting, in particular,
from the technologies of functional
assessment and analysis” (Dunlap,
Carr, Horner, Zarcone, & Schwartz,
2008, p. 683).

Key literature on PBS has de-
scribed the approach as emerging
from “three major sources: applied
behavior analysis, the normalization/
inclusion movement, and per-
son-centered values” (Carr et al.,
2002, p. 4). Although the practice of
PBS has become more fully devel-
oped for use with both children and
adults over the past twenty years
(see, generally, Journal of Positive
Behavior Interventions), the PBS
literature includes a preponderance
of studies focused on children (Mar-
quis et al., 2000), particularly within
primary and secondary education sys-
tems (see apbs.org and the Journal
of Positive Behavior Interventions).
Given the gap in the literature, this
study focused on the use of behavior
support strategies in publicly funded
services for adults with IDD.
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When states were asked if their
agency uses the term “positive
behavior supports” in its policy
or training efforts, 87% of states
reported such use of this term. Those
responding “yes” to this question
were asked to provide an indication
of how PBS is defined in their state.
However, only 62% of the states
that reported using the term positive
behavior supports provided a defini-
tion. Of those states that did provide
information on their state’s definition
of PBS, very few included informa-
tion reflecting even a minimal num-
ber of the components that comprise
this approach (e.g., addressing the
function of the problem behavior,
focus on teaching skills to replace
problem behavior, increasing quality
of life). In fact, many of the respons-
es regarding states’ use of the term
positive behavior supports indicated
that the state (a) did not have a defi-
nition of PBS, (b) that the definition is
currently under development, (c) that
the term is loosely defined, or (d)
that the term is defined differently
depending on the audience.

The findings concerning how
states are defining PBS are problem-
atic given that the term PBS directly
implies implementation of supports
that use research/evidence-based
strategies to first enhance the per-
son’s quality of life and, second, to
minimize problem behavior (APBS,
2007; Carr et al., 2002). The ap-
propriate definition of PBS “renders
problem behavior irrelevant, ineffi-
cient, and ineffective by helping an
individual achieve his or her goals in
a socially acceptable manner, thus
reducing, or eliminating altogeth-
er, episodes of problem behavior”
(Carretal., 2002, p. 5). Thus, it is
quite possible that “definition creep”
is occurring in many states, if not
nationally, regarding the use of the
term PBS. That is, the term is being
used by state IDD agencies in a man-
ner that does not reflect the actual
implementation of PBS practices.

Qualifications of
behavioral support
providers

Regardless of whether behavioral
support services are referred to as
behavioral supports, behavior man-
agement, PBS, or applied behavior
analysis, important questions remain
regarding the specific nature of the
services that are furnished under-
neath these titles; the qualifications
that are required to provide the
service; and the methods used to en-
sure, measure, and maintain quality.
Expertise in delivery of behavior sup-
ports requires specialized study, train-
ing, and skill, but the practice does
constitute a licensed and/or certified
profession, as is the case with med-
icine, physical therapy, social work,
speech and language pathology,

and other disciplines. Recent licen-
sure of behavior analysts in a small
number of states may be changing
this picture in some areas, but for
the most part, there is not univer-
sal agreement on the professional
domain that has the right to provide
these services, even though behavior
support is based on a foundation of
applied behavior analysis. In high-
lighting the complexity of the issue,
Rotholz and Jacobson (1999) noted
that most licensed psychologists do
not have training in applied behavior
analysis or PBS, nor do they practice
in these areas. Likewise, certification

in applied behavior analysis does not
provide sufficient indication about
the certificate holder’s qualifications
in the broader field of psychology or
PBS. Although there is overlap in pro-
fessionals practicing applied behavior
analysis and psychology, the authors
concluded that it would be a mistake
to make assumptions about the qual-
ifications of an individual professional
based on certification or licensing
alone. Complicating matters further,
receiving certification in applied
behavior analysis does not provide
assurance of the certificate holder’s
experience in the services required to
competently serve individuals with
IDD. Applied behavior analysis is a
broad field and not all practitioners
work in the area of IDD nor do they
all have expertise in all of the areas
pertinent to the provision of per-
son-centered planning and positive
behavioral support.

To explore the provider qualifica-
tion requirements that are in place
across the nation, the survey asked
respondents to indicate the minimum
requirements needed for a person
to write a behavior support plan for
a person with IDD. Types of require-
ments from which respondents could
select included psychology license,
Board Certification in Behavior Analy-
sis (BCBA), doctoral degree, master’s
degree, Qualified Mental Retardation
Professional (QMRP), BA/BS under

Table 2. Percentage of states reporting specific
requirements to provide behavior support services

Master's degree

Other

QMRP

Psychology license

BA/BS with supervision
BA/BS with no supervision
BCBA

Doctoral degree

47
33
29
29
22
16
13

13



professional supervision, BA/BS with
no supervision, not applicable, and
other. Forty-seven percent (47 %)

of states reported that a master’s
degree was the minimum require-
ment, followed by other (33%) (see
comments below), Qualified Mental
Retardation Professional (QMRP)
(29%), psychology license (29%),
BA/BS under professional supervision
(22%), BA/BS without supervision
(16%), BCBA (13%), and doctoral
degree (13%; see Table 2).

As noted above, one third of the
respondents reported having “other”
minimum requirements for a person
to write a behavior support plan that
were not among the alternatives
included in the survey form. Approx-
imately 2% of states indicated that
a person must be a “PBS specialist
certified by the University Center for
Excellence,” 4% of states indicated
the requirement of BCBA, and 4%
of states reported having no mini-
mum requirements. The comments
also listed additional qualifications
such as master’s degree in psychol-
ogy, special education, social work,
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or counseling, and licensure as a
psychologist, mental health counsel-
or, physician, nurse, or social worker.
Although one state required that the
licensed professional have “compe-
tencies in applied behavior analysis,
PBS, ethics, co-occurring mental
disorders, and neurocognitive disor-
ders,” most did not. The comments
provided by respondents indicated
that a majority of states required
qualifications that include training,
experience, skills and/or licensure in
areas that do not necessarily reflect
competence in applied behavior anal-
ysis or PBS.

Policy, procedural, and
skill requirements across
treatment settings

In addition to the significance of ser-
vice definition and the discussion sur-
rounding provider qualifications, the
settings in which behavior supports
are provided and the corresponding
procedural requirements of that
setting warrant attention. The survey
asked several questions on policies,

the first of which ascertained wheth-
er or not procedural requirements
for behavior support services differed
between Intermediate Care Facili-
ties for Individuals with Intellectual
Disabilities (ICF/IID) and home and
community based settings (HCBS).
Fifty-six percent (56%) of states indi-
cated that such requirements differed
across settings, with 36% of states
whose requirements differed indicat-
ing that the requirements were less
stringent in HBCS.

Although a significant propor-
tion of the individuals served in
institutional settings are in need of
behavior support services, the over-
whelming majority of adults receiving
services funded by state developmen-
tal disability agencies, including those
with significant problem behaviors,
are being supported in local com-
munities and settings (although
the quality of this support has not
been well scrutinized [Larson, Scott,
Salmi, &Lakin, 2009]). Twelve states
have closed all of their public institu-
tions for people with IDD and have
shifted the base of service delivery

Table 3. Difference in state behavior support provider qualifications: Required skills for state and non-state

employees by percentage of states

Conducting functional assessment or functional analysis of behavior (FBA) 36
Defining behavior in objective terms 38
Development of behavioral support plan based on FBA Results 33
Analysis of data to determine function and assess progress 33
Objective(s) anc! data reporting on target behaviors to BOTH increase and 33
decrease behavior

Training caregivers 33
Design of data collection systems 31
Specific procedures to teach/increase replacement behavior 33
Assessment of consumer’s interests and preferences 31
Conducting consumer interviews 36
Conducting staff interviews 33
Working collaboratively with a team 33
Person-centered planning 29
Graphing of behavioral data 20
Assessment of consumer satisfaction 20
Assessment of quality of life 18

51
49
49
47

44

44
44
42
40
38
38
38
31
27
18
18 7
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to the community. The movement

of significant numbers of individuals
with intensive needs to the commu-
nity raises questions regarding the
appropriateness of the less stringent
requirements in community programs
regarding the provision of behavior
supports, provider qualifications, and
state oversight responsibilities.

A discrepancy in qualification re-
quirements between state and non-
state employees was also evident
(see Table 3), with key PBS skills more
often required for non-state employ-
ees. While it is unclear whether this
discrepancy results from the progres-
sion from public to private settings as
the primary choice for services, closer
examination of the reasons why the
requirements differ is crucial. This
discrepancy is particularly important
since most people with IDD are sup-
ported in community settings (i.e.,
HCBS) and these individuals experi-
ence behavioral and other challenges
just as serious and complex as those
served in ICF/IID programs. Thus a
key question is why many states have
different requirements for ICF/IID
programs and HCBS and how best to
ensure appropriate requirements in
the HCBS.

It is evident that state agencies
serving individuals with IDD are chal-
lenged in their efforts to develop and
maintain high standards in provider
qualifications, training, and quality
assurance. While in most areas of
professional practice (e.g., medicine)
clear professional requirements set
the minimum qualifications for prac-
titioners with respect to education,
training, supervised experience, and
licensure necessary to insure “indus-
try standards of quality,” this is not
the case in the area of behavior sup-
ports. The lack of a rigorous, profes-
sionally endorsed national standard
such as medical licensure that applies
to behavior supports for people
with IDD raises significant questions
regarding the ability of states and
provider agencies to set practice
criteria and assure the quality and
appropriateness of the services being
provided across settings (i.e., ICF/IDD
and HCBS). Although it is worth not-
ing that there is a national certifica-
tion in applied behavior analysis from
the Behavior Analyst Certification
Board, that certification does not ad-
dress the skills required for PBS that
go beyond applied behavior analysis.
At present, it appears that states
interested in ensuring provision of
PBS may need to take direct action to
meet this obligation.

Lack of qualified providers

The last set of questions asked in the
survey had to do with state poli-

cies and practices that govern the
oversight and provision of behavioral
supports, quality assurance methods,
the availability of behavioral sup-
port providers, and the challenges
experienced by state agencies in
these areas. When asked if there are
enough high-quality providers of
behavior supports in their state, 82%
of states responded “no” and 18%
responded “yes.” While this finding
has relevance in many ways, we can
only speculate on the reasons that
led to such responses. For example,
while the 82% of states that report-
ed insufficient numbers of highly
qualified providers demonstrated an
important national need, we cannot
report on how some states meet that
need. It's possible that some states
have training programs that either
enhance professionals’ skills in this
area or train new providers in PBS
sufficient to meet service needs. It is
also possible that some states excel
at providing truly person-centered
community training and supports
that reduce the need for behav-

ioral supports from their state ID/

DD agency. In either case, this is an
important topic to explore in future
research.

Conclusion

The finding that behavior supports
are furnished by all states responding
to the survey underscores the impor-
tance of this key service. But the data
also reveal many of the challenges
that state agencies serving persons
with IDD experience in the delivery
and oversight of behavior supports
and behavior support providers.

The vast majority of states indicated
that they did not have enough high
quality providers of behavior sup-
ports. This shortage, plus the lack

of a national consensus or standard

Continuted on page 21



regarding staff qualifications, service
definitions, professional oversight,
and quality assurance underscores
the need to address these issues at
both the state and national levels.
This study undertaken by NASDDDS
and CDR was intended to be the first
step to that end. Hopefully, the next
step is for collaborative efforts to
improve policy and, most important-
ly, practice in the area of behavior
supports in all states.
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Establishing an integrated state-wide system
for preventing problem behavior in home and
community settings: The Kansas model

Rachel Freeman, PhD, Matt Enyart, MISED, and Kris Matthews, MSW, LSCSW

As described by Reichle and Moore
(2014) earlier in this issue, positive
behavior support (PBS) refers to a set
of strategies and tools that are used
to increase quality of life and assist
individuals across the lifespan in
living successfully within their home,
school, work, and community. The
PBS team and the individual receiving
support, together, work to identify
the reasons why a person is engag-
ing in problem behavior. Biochemical
and physiological factors associated
with problem behaviors also are
considered during this functional be-
havioral assessment as are other key
mental health-related issues associat-
ed with a person’s mental status.

An important goal of PBS is to
encourage and assist individuals in
expressing themselves more posi-
tively through the implementation
of self-management, self-deter-
mination, and self-regulation skills
resulting from a range of positive
support strategies (see Reichle &
Moore this issue). Changes are made
to an individual’s routines in order to
naturally prevent problem behavior.
Interventions that may be chosen
to support the individual include,

(a) PBS support strategies that have
been described earlier in this issue,
and (b) therapeutic interventions
promoting behavioral health and
wellness are included as part of a
holistic multi-component intervention
plan.

Person-centered, team-based
PBS processes rely on the wisdom
and experience of the individual, his
family, close friends, and others who
know the person well. Professionals
invited to participate in the interdisci-

plinary team provide expertise in the
therapeutic, educational, and social
evidence-based intervention strate-
gies that can help improve an indi-
vidual’s quality of life in part through
reducing exposure to circumstances
that, in the past, have been associat-
ed with problem behavior. In Kansas,
a state-wide project was organized
to provide a certification and training
system that teaches facilitators to
lead teams in functional assessment
and action-planning processes.

Kansas Institute for
Positive Behavior Support

Training overview

The Kansas Institute for Positive
Behavior Support (KIPBS) was
established to provide PBS train-

ing opportunities for professionals
across mental health, intellectual
and developmental disabilities (IDD),
foster care, and other human service
settings. The KIPBS certification
training involves teaching individuals
how to facilitate PBS plans with chil-
dren and young adults. Professionals
who successfully complete the KIPBS
training program are eligible to bill
Medicaid for PBS services for children
under the Kan-Be- Healthy program
(@ Medicaid service supporting the
health of children 20 years of age
and younger in Kansas).

The larger mission of KIPBS is to
build healthy communities by work-
ing collaboratively with state leaders
to establish regional capacity so that
PBS facilitators representing different
human service systems are available
across all regions of the state.

Individuals attend KIPBS training
classes where the main concepts of
PBS are introduced and they have a
chance to learn from the perspective
of other professionals representing
a variety of regions, disciplines and
fields. Online training materials are
used during independent study to
further understanding of PBS con-
cepts. Finally, and perhaps most
importantly, professionals within the
training program facilitate a PBS plan
with a child or young adult while re-
ceiving mentoring from experienced
PBS facilitators.

Each individual participating in
the training is observed facilitating
key elements of the PBS process by
a person with behavioral expertise.
A minimum of three onsite observa-
tions are scheduled to observe train-
ees while they facilitate their case
study child’s PBS plan. The project
mentor who conducts the observa-
tions provides positive feedback to
the trainee, assists in problem-solving
sessions, coaches the person on spe-
cific strategies, and encourages op-
portunities for the trainee to engage
in reflection and dialogue about PBS.

Professionals learn more about
other human service systems from
classmates, develop leadership skills,
and establish closer collaborative
connections with colleagues from
nearby agencies. Different agencies
send professionals to the KIPBS train-
ing from organizations supporting
individuals with IDD, mental health,
juvenile justice, children and family
services, and education. Graduates
of the KIPBS course report that the
opportunity to learn more about the
experiences and challenges of col-



leagues from other agencies provides
important insights and creates closer
relationships across local and regional
settings in Kansas.

Location of students, instructors
and program graduates

Figure 1 shows where KIPBS stu-
dents, instructors, and graduates are
located. Facilitators listed in Figure 1
represent graduates from prior KIPBS
courses. Instructors refer to individ-
uals who assist in teaching KIPBS
courses. Students are individuals who
are currently finishing the course
while auditors refer to people who
participate in the course for educa-
tional reasons but do not intend to
bill Medicaid for PBS services in the
future. Although more work is need-
ed to establish behavioral support
systems across the state, the map in
Figure 1 shows the growth of PBS
Facilitators with higher numbers of
professionals located in urban areas
or locations where PBS was already
being implemented (a black star in
Figure 1 indicates more than one
individual attended training in that
county).
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An important feature of PBS is
its emphasis on the use of systems
change and implementation research
to guide larger prevention-based
efforts. Teaching individuals to facil-
itate PBS is considered insufficient
for establishing effective and sustain-
able change (Freeman et al., 2002).
Organizations supporting children
and adults across life domains must
consider the systems issues within
and across human services such as —

e Allocation of resources,
e Funding for transition planning,

e Staff training within a
participating agency,

» Team building, and collaboration
within an agency in creating
agency wide PBS.

The policies and procedures within
a human service setting can either
promote prevention-based approach-
es or create barriers for effective
practice. Addressing these larger or-
ganizational systems issues can help
to ensure the success.

Figure 1. Location of students, instructors, and graduates across the

state of Kansas
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Reprinted with permission. Freeman, R., Enyart, M., Matthews, K., Quick, S., & Kimbrough, P. (2014).
Kansas mental health and positive behavior support project report. University of Kansas. Lawrence, KS.

The bigger picture:
Achieving larger systems
change

To achieve a larger systems change
outcome, funds are braided at a
state-wide level across different

PBS projects. This allows the state
system to achieve a larger and more
significant impact on the prevention
of problem behavior across human
services and to leverage limited
resources. Braided funds can be
used to encourage unified training
systems, provide seamless transition
planning for individuals at different
life transition periods, and to inte-
grate evidence-based practices relat-
ed to prevention. One project that
was braided with KIPBS is the Kansas
Mental Health & Positive Behavior
Support (KMHPBS) project.

Kansas mental health and
positive behavior support

The purpose of the Kansas Mental
Health Positive and Behavior Support
(KMHPBS) project was to introduce
PBS to mental health professionals
across the state using a layered train-
ing approach (see Figure 2). Technical
assistance was provided using this
continuum of intensity, since it is

not necessary for every staff person
working within a mental health
center to become a certified PBS Fa-
cilitator. A majority of staff members
will benefit from an awareness-level
knowledge of PBS if and when they
participate as team members with-
in an individual’s planning process.
Skill-building trainings are used to
increase the level of PBS experience
and knowledge over time for mental
health professionals who are inter-
ested in becoming facilitators. The
smaller number of individuals who
are selected within a mental health
center to assume the role of PBS Fa-
cilitator learn to lead the training and
technical assistance layers outlined

in Figure 2 within the centers where
they work.
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Figure 2. Levels of the KMHPBS training

Awareness training in PBS
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Reprinted with permission. Freeman, R., Enyart, M., Matthews, K., Quick, S., & Kimbrough, P.
(2014). Kansas mental health and positive behavior support project report. University of Kansas.

Lawrence, KS.

A total of 21 mental health
centers participated in the KMHPBS
project with funding provided for 18
months to support staff participating
in the training. KMHPBS project staff
worked with each team to —

e Establish internal expertise in PBS
within each center by recruiting
28 mental health professionals
across centers to participate in
PBS Facilitator training;

e Ensure wide-scale participation
of staff members in online
awareness trainings and regional
workshops;

* Teach a small team of 5-8
professionals within each center
how to establish a long-term plan
for ongoing expansion of PBS and
to embed tools and strategies
into the center's meetings and
processes;

meetings for assessing and
mapping community strengths
and using the information
gathered to create a plan for
building common language and
practices across agencies and
departments; and

Utilize technology (computers,
projectors, printers, etc.) provided
to centers by the KMHPBS project
in order to provide telebehavioral
support to families in their homes
and create closer communication
between regional interagency
partners.

Each of the 21 teams conducted

a self-assessment and created an ac-
tion plan for integrating PBS process-
es within the existing systems of each
mental health center. The self-assess-
ment allowed each center to assess
policies and procedures related to
the prevention of problem behavior,

“...it's been very easy to keep it going because it’s been integrated...into
the philosophy of what we do and how we do it...”
-Interview with mental health professional

e Support a “coach” in each
center to facilitate the agency’s
team-based, long-term planning
meetings in collaboration with
one or more PBS Facilitators;

* Integrate PBS training materials
and data-based decision-making
systems with other systems and
practices;

* Demonstrate how to facilitate
regional interagency planning

identify ongoing staff development
opportunities, discuss how changes
in data collection systems could be
made, and explore how PBS could
be integrated with other mental
health practices such as wraparound
planning, systems of care, trauma
informed care, and school-based
mental health interventions. An
assessment of interagency communi-

cation and service coordination was
also included in the self-assessment.
Examples of action plan objectives
included improving data systems for
decision making, creating ongoing
PBS inservice training opportunities,
and integrating PBS within wrap-
around implementation.

The KMHPBS awareness training
described how schools implement
PBS (e.g. school-wide positive behav-
ior support or SWPBS) in a manner
that encourages the need for close
collaboration between education
and mental health (Eber & Barrett,
2014; Eber, Hyde & Suter, 2011). The
three-tiered SWPBS model is out-
lined in the initial article in this LEND
Brief. The triangle (Figure 3), first
presented in the public health field
(Gorden, 1983) was later adopted
by the World Health Organization
as a conceptual model for describ-
ing disease prevention efforts, and
further modified in order to address
the prevention of problem behavior
(WHO, 2004; Walker et al., 1996).

As discussed in Reichle and Moore
(this issue), in schools —

* Primary prevention or Tier
1 represents the importance
of implementing universal
interventions including teaching
and reinforcing social and
emotional skills for all students
within a school.

* Secondary prevention or Tier 2,
school data are used for the early
identification of and intervention
with children at risk for serious
problem behaviors.

* Tertiary prevention or Tier
3 involves more intensive and
individualized wraparound or
person-centered planning and
PBS for students in need of home,
school, and community supports
(Freeman, et al., 2006).



PBS involves
constituencies

beyond persons with
developmental disabilities

The left hand side of Figure 3 rep-
resents how mental health leaders
are implementing three-tiered pre-
vention efforts. The original SWPBS
was implemented primarily in school
settings. The unit of analysis within
the three-tiered prevention model
was the school building. Mental
health centers implementing a
three-tiered model for prevention of
problem behavior must expand the
unit of analysis to evaluate interven-
tions implemented with families and
across an entire community.

At the indicated and intensive
levels, mental health efforts target
the prevention of mental illness
symptom expression and diagnosis,
and provision of early intervention
to ameliorate symptoms of mental
illness in children who have received
a diagnosis. Many centers are already
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Figure 4 represents the major
elements of the KMHPBS project that
were implemented by mental health
center teams and describes how key
activities were organized to facilitate
interagency collaboration. On the
right side of Figure 4, activities occur-

ring within mental health centers are
described including team-based ac-
tion planning, staff development and
training, data systems for problem
solving, and the intensive training in
PBS involving one or more profes-
sionals in each mental health center.

Figure 3. Three-tiered model for the prevention of problem behavior:
Mental Health Center-wide PBS and SWPBS

Mental health prevention model
Intensive, individual interventions —»

Indicated prevention strategies—»
Selective prevention strategies —»

Universal pervention—

Health promotion/—»
positive development
strategies

School-wide PBS

< Tertiary prevention / Tier 3

< Secondary prevention / Tier 2

< Primary prevention / Tier 1

Reprinted with permission: Freeman, R., Mathews, K., Feeley, D., Bigby, T., LePage, J., & Rodgers. T., Enyart,

implementing interventions that fit e . - .
M., Freeman, M., & Rodgers, T. (2013). Missouri interagency statewide positive behavior support (MO-IPBS):

within the different prevention levels
of the triangle in Figure 3 in ways
that are helpful for schools imple-
menting PBS.

In some areas of Kansas, the
three-tiered model described in
Figure 3 is being implemented
within juvenile justice settings, early
childhood, across school districts,
and in mental health, with early
implementation efforts beginning in
organizations serving people with
IDD. Because mental health centers
are often involved in collaborative
efforts occurring with education and
human service settings, professionals
who work in mental health settings
can play a central role as interagency
facilitators who link prevention-based
efforts across community partners.

Part 1. Missouri Department of Elementary and Secondary Education (DESE). Jefferson City, MO.

Figure 4. Team-based planning and regional interagency collaboration
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Reprinted with permission: Freeman, R., Enyart, M., Matthews, K., Quick, S., & Kimbrough, P. (2014).
Kansas mental health and positive behavior support project report. University of Kansas. Lawrence, KS.
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Regional interagency
collaboration: Establishing
working relationships

The KMHPBS project identified five
regions across the state that would
be involved in regional interagency
collaboration and action planning.
Each of the teams focused on
improving service coordination for
children receiving PBS. Each team
included multiple mental health
centers, school districts, IDD organi-
zations, juvenile justice facilities, and
other agencies involved in serving
children in need of behavioral sup-
port. Examples of these services are
listed on the left side of Figure 4.
Initially, interagency regional
meetings were facilitated by KMHPBS
staff. Over time, coaches or other

mental health professionals took over
the facilitation role with ongoing
support from project staff members.
Each of the regional interagency pilot
sites used community mapping and a
team-based action-planning process

back into community settings from
acute care hospitals or psychiatric
residential treatment facilities due to
chronic and severe problem behavior.
Each mental health center iden-
tified one or more children in need

Effective and sustainable PBS across systems takes several years to
implement. Teams must gather data to guide their systems and practices

on an everyday basis.

to assess the strengths and barriers
associated with communication
across agencies and systems, policies
and procedures related to preventing
problem behavior, community-based
technical assistance, and the extent
to which effective transition planning
was in place for children moving

Figure 5. Positive social expectations for mental health center staff
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Reprinted with permission: Freeman, R., Enyart, M., Matthews, K., Quick, S., & Kimbrough, P. (2014).
Kansas mental health and positive behavior support project report. University of Kansas. Lawrence, KS.

of both PBS and service coordina-
tion across participating regional
interagency partners. Case studies
were facilitated by professionals with
experience working with the KMH-
PBS project as staff members or as a
hired local consultants. Mental health
center professionals co-facilitated
the PBS meetings in order to observe
and participate in the process. The
case studies were de-identified and
major themes were summarized in
order to describe the strengths and
barriers related to regional service
coordination. Case study data were
summarized and shared with recom-
mendations provided to state leaders
outlining important considerations
for supporting children at risk for
out-of home-placements.

Experiences of mental
health centers

The implementation of PBS within a
mental health center (or any organi-
zation) is not implemented overnight.
Effective and sustainable PBS across
systems takes several years to im-
plement. Teams must gather data to
guide their systems and practices on
an everyday basis. A mental health
professional described this long-term
planning approach by saying: “It's
[PBS] a philosophy. It's a way of life. It
becomes you.”

Several mental health centers
began PBS by implementing primary
prevention strategies within their
own centers with interventions tar-
geting the behavior of all staff mem-



bers. For example, a team worked
with all mental health staff members
to identify the most important social
expectations for the center (Figure 5).

Strategies were implemented
for acknowledging and reinforcing
staff members who were observed
engaging in these positive social
expectations. One professional who
participated in the process said: “I
think we forget as adults, just ‘cause
we're adults...we still like to know
that people see that we're doing
something good.” Another person
indicated that by applying PBS within
the center that: “...you understand,
it feels good, and you...just have a
better understanding of it and then
you're able to do it.”

Figures 6 and 7 provide examples
of primary prevention strategies that
were designed with and for children
receiving mental health services. Pos-
itive social expectations were used
to teach children important social
skills that are expected while they
were engaging in center activities.
Children were given opportunities
to practice new skills and to receive
positive reinforcement for engaging
in these behaviors.

In summary, although the 21 men-
tal health centers in Kansas are in the
initial stages of implementing PBS,
they have made important progress
this year. By leveraging two state-
wide PBS systems (KIPBS and KM-
HPBS) our state leaders have given
mental health centers in Kansas a
chance to establish a sustainable and
lasting evidence-based problem-solv-
ing process for improving the lives of
children and adults across the state.
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Figure 6. Positive social expectations for children created by a mental
health center
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Reprinted with permission. Freeman, R., Enyart, M., Matthews, K., Quick, S., & Kimbrough, P. (2014).
Kansas mental health and positive behavior support project Report. University of Kansas. Lawrence, KS.

Figure 7. Strategies for providing reinforcement to children receiving
mental health services

Reprinted with permission. Freeman, R., Enyart, M., Matthews, K., Quick, S., & Kimbrough, P. (2014).
Kansas mental health and positive behavior support project report. University of Kansas. Lawrence, KS.
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Integrating wraparound planning and personcentered planning

One way in which communities
establish a common language

of prevention is by considering
the strengths of various practices
across fields. In mental health,

an important child/youth and
family-centered process used to
improve service coordination and
outcomes for persons with emo-
tional and behavioral disorders is
referred to as wraparound planning
(Vandenberg, 1998). In the field
of intellectual and developmental
disabilities (IDD), person-centered
planning (PCP) evolved as a similar
process that is led by an individu-
al in collaboration with his team,
including people who know that
person well at home, at school

or work, and in the community
(O'Brien & O'Brien, 2002 [see Kleist
& Amado, this issue]).

Both wraparound and PCP help
an individual to establish a vision
for a preferred lifestyle and to
improve quality of life. Goals are
set by the individual and her team
to achieve these positive outcomes
and to tailor services based on
the strengths and needs of each
unique person. Wraparound or
PCP should be used to launch PBS
processes because they contribute
to a clear understanding of the
valued outcomes that are consid-
ered important for an individual
(APBS Standards of Practice, 2006;
Freeman et al 2006).

While wraparound planning
and PCP focus on similar out-
comes, each process has unique
characteristics and strengths. For
instance, the focus on systems for
improved service coordination and
communication is emphasized in
wraparound to ensure outcomes
improve across all of an individu-
al’s life domains including family,
social, emotional/psychological,

safety, legal, and medical (Eber et
al., 1997). PCP provides structured
planning processes that empha-
size the use of visual drawings,
pictures, and images that are used
to encourage communication and
self-determination (Pearpoint,
O’'Brien, & Forest, 1993). Mental
health professionals participating in
the KMHPBS project combined the
best of both wraparound and PCP
and reported great success.

For instance, one professional
described using a combined ap-
proach, PCP and wraparound, with
a child with autism who tradition-
ally said very little during meetings.
A common strategy in PCP is to
organize the PCP meetings in ways
that reflect a person’s interests. Pic-
tures and other visual elements are
often used to enhance communica-
tion during meetings. In this case,
the mental health professional
met with the child prior to the PCP
meeting and asked him to help her
find pictures of activities and events
that he enjoyed. She also asked the
child to show her what he wanted
to be when he grew up.

She discovered that the child
“...wants to be a farmer. So, we
had tractors, and pictures of crops,
and farm animals.” Together with
the child, they planned the meeting

with “...snacks that were kind of
farm oriented...we had green nap-
kins and we had John Deere book
and a tractor pillow and | mean, it
was just really thinking about what
he enjoys, what he values, and we
added that and it made an unbe-
lievable difference...”

Common wraparound planning
elements at the child’s meeting
included discussing how to improve
the child’s quality of life across all
life domains and ensuring that
services were coordinated and
tailored to meet the needs of the
child and family. The facilitator
indicated that before changing the
planning process it was difficult
to engage the child: “...when |
first started engaging with the
family to even get him to look at
me or speak to me...he wouldn't
even answer with a yes or a no...
he wouldn’t even shake or nod
his head...” After implementing
elements of PCP within the wrap-
around process:

“...he absolutely wouldn't quit
talking! | mean, he was interrupt-
ing us and stopping us as we were
talking...and it was a wonderful...
wonderful problem to have be-
cause like | said before, | couldn’t
get him to talk to me at all.”




Summary

This article has emphasized the im-
portance of; (a) having multiple coor-
dinated tiers of training and support
available to service providers in the
areas of PBS/PCP, (b) having strong
interagency coordination, and (c)
working to include constituencies in
the planning process that go beyond
the population that has most often
been the recipients of this practice.
To provide effective support for
children and adults, especially in situ-
ations where dual diagnosis (mental
illness and another type of disability)
are present, interdisciplinary teams
are in need of a common language
and unified planning. Teaching the
common features of wraparound and
PCP in a proactive manner to profes-
sionals representing different areas
of service (e.g. IDD, traumatic brain
injury, emotional and behavioral dis-
orders, etc.) will improve outcomes
for children and adults receiving
services in state systems. By sharing
planning processes, individuals and
their families will face one less layer
of complexity as they advocate for
the exemplary services that their
children deserve.
This manuscript was supported in part by a
contract with the Kansas Department of Aging
and Disability (KDADS) and was produced for
Medicaid purposes only. However, the opinions
expressed herein do not necessarily reflect the

position or policy of KDADS, and no official en-
dorsement by the department should be inferred.
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“I think we forget as adults, just ‘cause we’re adults...we still like to
know that people see that we're doing something good.” Another person
indicated that by applying PBS within the center that: “...you understand,
it feels good, and you...just have a better understanding of it and then

you're able to do it.”
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Positive behavior support in the community

By Meme Hieneman, PhD, BCBA, and Tahra Cessna, BCBA

As addressed in Reichle & Moore
(this issue), positive behavior support
(PBS) is an approach for supporting
individuals with behavioral challenges
in integrated home, school, work,
and community settings (Horner

et al., 1990). PBS has an extensive
research base demonstrating its
efficacy across populations and cir-
cumstances (Carr et al., 1999; Sailor,
Dunlap, Sugai & Horner, 2008). PBS
has not, however, been fully estab-
lished as the standard of practice for
communitybased intervention for
people with autism or for adults with
developmental disabilities includ-

ing individuals who may be dually
diagnosed with mental illness. The
purpose of this article is to describe
how PBS can be used within human
services programs to support indi-
viduals with behavioral excesses and
deficits that impede full participa-
tion in inclusive environments and
activities.

Some background related
to PBS

Early applications of PBS were
focused on individuals with severe
developmental disabilities. As PBS
has evolved, however, processes
and practices have been applied to
a broader range of individuals and
contexts. Over time, it also became
apparent that simply addressing the
needs of individuals is insufficient,
because systems (e.g., schools, agen-
cies) need to support intervention

as well. PBS has therefore expand-
ed into schools, early intervention
programs, and community agencies
(Sugai et al., 2000; Fox, Dunlap,
Hemmeter, Joseph, & Strain, 2003).
Pioneers are now implementing
systemic PBS interventions in applied
behavior analysis (ABA), mental

health, and family support programs.

Defining characteristics

Regardless of the focus, context,

or level of application, PBS can

be described as having particular
features and a consistent process

for implementation that can be
readily interfaced with community
services (Carr et al., 2002; Dunlap,
Hieneman, Knoster, Fox, Anderson,
& Albin, 2000). PBS is not an ex-
pert-driven method, but is instead
guided by trained facilitators focused
on engaging the collaboration and
ownership of individuals, families and
other caregivers, and direct service
providers. Second, PBS is individu-
alized in that all interventions are
preceded by assessments of the func-

tional relations between behavior
and the environment, as well as the
overall ecology affecting behavior.
Finally, PBS involves a combination of
strategies geared toward improving
quality of life, as well as behavior.
Defining features are summarized in
the table below.

The specific nature of these
elements will vary across the environ-
ments in which they are implement-
ed. Overall, however, the process of
PBS typically involves the following
steps described by Anderson, Brown,
Scheurman, Baker, Depry, Dukes,and
Schall (2007) —

Engage individual and key
stakeholders as a collaborative
team.

Identify goals and behaviors of

Table 1. Defining features of positive behavior support

Contexual relevance

Goals for behavior change are meaningful to individuals

and their caregivers and appropriate to the contexts in
which support is provided and change is desired.

Proactive approaches

Interventions include an altering of environmental variables

to help individuals appropriately respond to circumstances,
reducing the probability or severity of problem behavior.

Systematic instruction

Individuals are taught skills to participate more fully in

community life and meet the purposes of challenging
behavior using instructional practices derived from ABA.

Functional
consequences

Contingencies are managed to maximize reinforcement for
positive behavior (vs. problem behavior). Punitive or non-

evidence based strategies are avoided.

Systemic perspective

Supports are provided at multiple levels (See discussion of

multi-tiered perspective), in a variety of settings (e.g. home,
work, community), and with consideration of the ecology in
which intervention occurs.

Consistent
Implementation

Behavior support plans are implemented as designed and
with precision (fidelity) using procedures that are defined

clearly for all implementers.

Meaningful measures

Objective data are collected on the development of

skills that compete with problem behavior, reductions in
behaviors of concern, and achievement of quality of life

outcomes.



concern.

Gather information through
record reviews, interviewing, and
direct observation.

Analyze and summarize patterns.

Design interventions that are
proactive, educational, functional,
and supportive.

Implement the strategies with
consistency.

Gather data to evaluate
outcomes (comparing to baseline
established at outset), adjusting
strategies as needed.

Ecological, multi-tiered
perspective

Applying PBS principles in the com-
munity can be a complex endeavor.
To be maximally effective, interven-
tions must ensure “contextual fit”
(adhering to the values and educa-
tional beliefs of stakeholders involved
in PBS). This means that behavioral
support strategies must be tailored to
the individuals and settings in which
they are applied, meet the needs

of the people who are engaged in
day-to-day support efforts, and be
reasonable and appropriate within
the systems in which services are
provided (Hieneman & Dunlap, In
Press; Lucyshyn, Binnendyk, Fosset,
Cheremshynski, Lohrmann, Elkinson,
& Miller, 2009).

The evolution of an ecological,
multi-tiered perspective in concep-
tualizing and implementing PBS
has helped in the achievement of
contextual fit and in defining how
support systems may be designed
and accommodations occur in
complex communities. This multi-
tiered model, adapted and expanded
by school-wide systems currently in
widespread use is depicted in Figure
1 and explained below.

Using this multi-tiered perspective,
we recognize that individuals func-
tion within and in response to daily
interactions and routines. These in-
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teractions and routines occur within
groups of individuals (e.g., families,
classrooms, peer groups, workplac-
es), as well as within and across
settings which may affect behavior.
The behavior of groups, as well as
individuals within these groups, is im-
pacted, encouraged, or constrained
by policies, procedures, and norma-
tive behavior of organizations, com-
munities, and other systems in which
they function (Biglan, Metzler, & Ary,
1994). In order to effectively support
people with behavioral challenges

in complex community settings,
practitioners must understand and
intervene within and across these
different levels.

Example of community-
based PBS

To highlight how PBS can be uti-
lized in the community, we offer an
illustration of a program that origi-

nated in Florida. The program was
established to support individuals
with significant behavioral difficul-
ties (including people diagnosed
with autism) within the state waiver
program, and expanded rapidly as
services became covered under Med-
icaid and insurance. The program’s
leadership demonstrated a strong
commitment to evidence-based
practice and therefore embedded
PBS principles into every aspect of
their service delivery. Comprehensive
functional and ecological assess-
ment procedures are used to inform
multi-component interventions that
include environmental arrangement,
teaching functional replacement skills
and related adaptive behavior, and
delivering instructional consequences
when challenging behavior occurs.
Measurement systems provide a
process to scrutinize and support
implementation fidelity. All designed

Figure 1. Multi-tiered model of community-based intervention

Individual
Ex: Function-
based intervention
to teach individual to
request assistance, while
also organizing instructional
contexts to increase likelihood
of success

Interaction/routines
Ex: Arranging hygiene products in order
of use and creating a “help” card to facilitate
a person’s morning routine

Social groups within/across settings
Ex: Scripting and organizing family meal times or
extracuricular activities to increase predictability, access to
reinforcement (e.q., dessert, cheers), and availability of breaks

Systems
Ex: Working with family and/or sports organization to establish
expectations, routines, and reward systems that pertain to all members
that will support not only the individual, but others as well.



32  LEND Brief Positive behavior support e Summer 2014

interventions were individualized
based on the components described
in Table 2.

A unique aspect of the program
was their adoption of a quality-of-life
tool, adapted with permission from
West Virginia’s Autism Training Cen-
ter). The tool evaluates an individual’s
well-being across six domains includ-

Table 2. Components of PBS interventions

Environmental changes to
prompt positive behavior
(e.g., visual schedules,
choice menus, rearranging
setting, clarifying
expectations) and

make problem behavior

Teaching skills to replace

behaviors of concern (e.g.,

communication, coping,
self-management) and
allow the individual to be
more successful in daily
activities

Responding to behavior
to reinforce positive
behavior and withhold
reinforcement for problem
behavior (e.g., managing
access to attention,
activities, escape)

ing community participation, social
relationships, self-determination,
productivity, satisfaction, and affect.
This questionnaire is used to help es-
tablish goals and evaluate outcomes
for the clients. The approach is illus-
trated in the following case example
of “Maggie”.

unnecessary

Maggie

Maggie was a young woman with autism who was
over 6 feet tall and weighed in excess of 250 pounds.
She lived with her parents and brother and attended
a day program. Her communication was limited to a

few signs, grunting, and gestures. Maggie engaged in

severe aggression that resulted in injury to her family
and providers, slapping of her own head and chest,
property destruction resulting in thousands of dollars’
worth of damage, dropping to the floor, and tan-
trums. As a result, her family was unable to take her

out, even for medical care, and had begun considering
residential placement. Several behavioral intervention-

ists had worked with the family, using predominantly

consequence-based procedures to teach Maggie com-
pliance and basic skills. These were not realistic for the

family to implement and did not help with daily life;

therefore the parents had begun to lose faith in the in-

terventions previous behavior analysts had employed.
The agency described in this article recognized
that they needed to support Maggie and her family

differently. They conducted a comprehensive function-

al behavioral assessment involving review of records,
interviews with caregivers, and observations across
circumstances. Based on this assessment, they de-
termined that Maggie's behavior problems occurred
primarily to: 1) obtain items and activities when she
was told no, to wait, or to transition to less prefer-
able circumstances, 2) escape or delay demands to
complete self-care or daily living tasks, and 3) regain
attention from caregivers when engaged elsewhere.
Using these patterns, the family and staff developed
the following strategies —

Addressing broader setting events and making lifestyle changes (e.g., enrollment in
extracurricular activities, addressing sleep and diet, modifying overall instruction)

Supporting caregivers to implement interventions consistently (e.g., ensuring buy-in
and contextual fit, coaching, feedback, environmental supports)

e Visual schedule of daily activities and other cues
(e.g., picture grocery list)

* Social stories that included descriptions of
upcoming events and specific expectations

e Discrimination cards showing when people and
activities were and were not available

* Prompting of communication (i.e., signs, pictures,
objects on Ipad) to request interaction, activities,
and breaks — as well as simply say “no” to
unpleasant circumstances

» Use of a “conversation book” to prompt
nonverbal give-and-take with caregivers

e Teaching waiting and self-calming strategies such
as deep breathing and “safe space”

* Providing attention, preferred items and activities,
and escape from tasks only when Maggie engaged
in appropriate communication and behavior

* Safe and consistent crisis management, including
removing dangerous items and getting Maggie
into a seated position when necessary to block her
strikes

These strategies were implemented within the
context of typical daily routines such as self-care,
chores, leisure activities, and community outings. The
program staff coached the family through the routines
and strategies, fading their assistance as quickly as
possible. The outcomes of Maggie’s support plan have
been reductions in her behaviors of concern, increases
in targeted skills, and improvements in her quality of
life as well as that of her family. The following graphs
depict the behavioral improvements, comparing
the frequency in first month of baseline to the sixth
month.
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Figure 2. Maggie’'s behaviors of concern before and after intervention
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Figure 3. Maggie’'s adaptive skills before and after intervention
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After six months, Maggie’s score on the quality of life assessment im-
proved substantially, with positive changes in all areas, including self-de-
termination and affect. She was able to join a friends group and par-
ticipate in a wider array of social activities and community outings. She
learned to complete chores and dress herself. These changes allowed her
parents time for themselves and to dedicate to their other child for the
first time in years.

As mentioned in the earlier de-
scription of community-based PBS, it
is necessary not only to adopt indi-
vidualized PBS practices, but also to
make those practices an integral part
of the system. Therefore, in the sup-
port described in our example it was
necessary to revise promotional ma-
terials, policies and procedures, con-
sents, and other relevant documents
to match the guiding features of PBS.
Initial orientation and ongoing train-
ing of staff members emphasized the
principles of PBS. Resource materials
and tools for assessment, interven-
tion, and measurement were also
aligned (e.qg., interviews that capture
ecological features, routine-based
teaching plan formats, data tools
focused on community participation
and social relationships, as well as
discrete behavioral changes). Finally,
the program has developed, and is
in the process of implementing, a
comprehensive evaluation plan that
assesses quality-of-life outcomes
across service recipients and reduced
dependence on professional supports
over time (i.e., measured by service
hours provided directly and indirectly
in the form of coaching and feed-
back).

Future directions
and conclusion

PBS is an evidence-based approach
for supporting individuals in a range
of community environments. When
implemented with fidelity, coordina-
tion with natural caregivers, and in

a way that respects the integrity of
settings and systems in which ser-
vices are provided, true life-changing
results can occur. Advancing an orga-
nization to the level of best practices
in PBS requires commitment from the
leadership down to direct support
professionals, resources for training
and development, and tools and
models to serve as guides towards
the ultimate outcome. Researchers
and practitioners working to en-
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hance and expand PBS processes
and measure their effects in commu-
nity settings have the potential for
substantial impact in human service
agencies.

Meme Hieneman, PhD, BCBA is a consultant
working with programs and agencies that
support individuals with challenging behavior
and their families in community settings. She
coordinates Florida’s Network of the Associa-
tion for Positive Behavior Support.

Tahra Cessna, BCBA, is the assistant clinical
director for Positive Behavior Supports Corpo-
ration and a founding member of The Treasure
Coast Autism Project, a non-profit school for
children on the Autism spectrum.
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Emily’s story
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By Stacy Danov, PhD, LR and Richard S. Amado, PhD, LR NADD-CC

Traditionally, individuals with sig-
nificant levels of problem behavior
receiving residential and employment
services have received relatively pre-
scriptive supports that have afforded
the service recipient limited decision
making input (Rea, Martin, & Wright,
2002). This has included, in many
cases, limited client input in design-
ing aspects of their daily routine, de-
termining where to live and where to
work. In turn this lack of input tends
to exacerbate the challenges faced
by individuals who rely on the service
system (particularly those who en-
gage in problem behavior). In a Prob-
lem-Based model of human services
(Rea, Martin, & Wright, 2002), the
focus has been on what is important
for a person: health, safety, and act-
ing in socially acceptable ways. What
is important for a person is typically
delivered through complex treatment
plans. This “important for”approach
has been difficult to change in
spite of recent findings that people
are more likely to engage when
they understand how to make the
treatment plans important to them
(Sanderson, Smull, & Harvey, 2008).
What is important to someone are
the persons, activities, and settings
that really matters to him/her. What
is important for someone are the
things that help the person become
or stay healthy and safe. These same
authors have shown that this balance
of what is important “to”and what
is important “for”a person is likely
to produce increased engagement in
treatment programs and an increase
in the person’s quality of life (Sander-
son, Smull, & Harvey, 2008).
Person-centered planning is a
process of discovering how a person
wants to live and then describing
what needs to be done to support
the person toward that life (Smull &
Burke-Harrison, 1992). As described

by Amado and Kleist (this issue),
person-centered planning is rooted
in values, goals, and outcomes that
are important to the person, but
also takes into account other im-
portant factors that impact a per-
son’s life. Person centered planning
can provide the opportunity for the
person who uses services and the
individuals who support them to fully
understand, (a) the life that person
has experienced, and (b) the quality
of life the person is currently experi-
encing. Additionally, person-centered

to having trouble socializing with
others, she experienced eating dis-
orders and engaged in self-injurious
and aggressive behaviors.

Emily’s adolescent and
young adult experience

Since the age of 15 or 16, Emily had
been in a variety of treatment facili-
ties that varied in size from 2 to 200
people. Due to her high rate of prob-
lem behavior that included self-injury
and aggression towards others, Emily

Person-centered planning is a process of discovering how a person wants to live and

then describing what needs to be done to support the person toward that life (Smull

& Burke-Harrison, 1992).

planning can provide an opportunity
to explore, understand, and create
specific action steps toward the life
the person envisions for the future.
What follows is one example of the
person-centered planning process in
action. We describe the life of Emily,
including a brief history, description
of the services she received, and

the circumstances under which she
lived prior to her first opportunity for
person-centered planning at the age
of 29.

Emily’s childhood

experience

Emily grew up an only child living in
a single parent family with her moth-
er. She began having violent tan-
trums when she was three years old.
At seven she was diagnosed with

a mental illness (although she had
been receiving psychiatric treatment
since age 3). Emily was successful

in special education with occasional
mainstreaming until 9" grade when
her psychiatric symptoms (and prob-
lem behavior) escalated. In addition

was admitted to a secure hospital
setting for approximately three years.
While there, 987 episodes of self-in-
jurious behavior (SIB), 43 incidents
of reported suicidal ideation, and 11
reported suicide attempts were re-
corded. Due to the severity and rate
of these behaviors, Emily was moved
to a more secure hospital setting for
another three years.

In this setting, she had very limit-
ed privileges and spent most of her
day in a restraint chair and/or a seclu-
sion room. She acquired a reputation
for being dangerous. During her
time in the secure hospital settings,
Emily and her family participated in
Problem-Based services. Historical
records indicated that the majority
of her treatment during this time
was focused on the reduction of
self injury and aggression that were
considered to be dangerous by her
treatment team. Mechanical restraint
was implemented an average of 15
times per month between January
and March of 2010.

In preparation for Emily's move to
a community provider, a consultant
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provided assistance in summarizing
support information, determin-

ing possible functions of problem
behavior, and assisting with devel-
oping a crisis plan for Emily and
others to implement after she left
the secure hospital setting. During
this assessment, a member of Emily’s
support team at the secure hospital
began to implement a token econo-
my (although there was not a clear
written description of the plan being
implemented) and planned ignoring
when aggression or self injury was
produced. These strategies were not
based on the results of a functional
behavior assessment. The outcome
of this strategy was some decrease in
restraint use and seclusion. In June of
2010, other but not clearly specified
support strategies were implemented
that further decreased Emily’s prob-
lem behavior. However, restraint was
still required on some occasions.

Emily’s experience with
traditional community-
based supports

As the result of progress in the
decreased use of restraint and se-
clusion, Emily’s treatment team that
included her guardian, county case
manager, and mental health profes-
sional decided to discharge her from
a secure hospital and move her into
a community residence. Emily moved
to an adult foster home designed

to care for two people with 24 hour
support to ensure her safety. Her
treatment team continued to imple-
ment the same support plan from
the secure hospital which included a
token economy and the use of a me-
chanical restraint chair for her severe
problem behavior. Restraint was used
almost twice weekly over the first six
months at the adult foster care home
during 24 hour supervision. The
token economy included a response
cost. Emily could earn tokens for
being “safe” (defined as absence of
problem behavior) and completing

tasks (defined as completing chores,
using sensory items, grooming, using
her massage chair, making her bed,
not taking a nap, 30 minutes of
exercise, and attending her therapy
sessions). Tokens were taken away if
Emily engaged in problem behavior.
Tokens could be traded in for the fol-
lowing reinforcers: pop, chips, mak-
ing a snack with staff, karaoke night,
ordering take out, visit from the ther-
apy dog, going to a restaurant, going
to the gas station, grocery store,
library, theater, fast food. As was the
case with other components of the
plan to manage Emily’s behavior, the
token economy was not designed
based on the results of the functional
behavior assessment.

There were many restrictions in
Emily’s new home. She was super-
vised when using household items
that might have been harmful if
swallowed. Emily was allowed to
help in the kitchen but with only
blunt tools. She was not allowed to
take a vacation (her placement was
unwilling to give up the per diem
when she would be away from the
home). The goal for her behavior
support program included teaching

by residential staff. The one time
during the week when she was not
supervised was when she visited her
family’s home. During home visits,
problem behavior was not an issue.

Emily’s first experience
with person-centered
planning

After about one year of living in
adult foster care, Emily was offered
the opportunity for person-centered
planning (with a full explanation of
the purpose and the process). The
first step in the planning process was
to constitute her circle of support.
When asked “who would you like
to have help you with the plan?”
she selected her aunt, father, uncle,
a family friend, and some people
she had known from a church youth
group prior to moving into state
institutional services. When asked
if she wanted any of her residential
staff or case managers to attend the
planning she said “no”. Consistent
with person-centered planning her
preferences for members of the plan-
ning team were honored.

Before meeting with Emily’s newly
constituted circle of support/per-

The day of the first meeting, people in her circle of support were hanging out and

grilling dinner at her Aunt’s house as Emily had planned.

coping skills including listening to
music, sitting in the massage chair
and using sensory items as well as
reduction of challenging behavior.
The treatment team continued to use
a Problem-Based approach focusing
on trying to “fix” Emily. The result of
the support that Emily received was a
lifestyle that was very controlled and
supervised. Whenever she left home,
she was accompanied by a staff per-
son, she did not have a paid job but
she volunteered at a nursing home

a couple times a week accompanied
and supervised by residential staff.
She went on various outings and
church once a week accompanied

son-centered planning (PCP) team,
the PCP facilitator met with her pri-
vately and discussed a vision for her
future. Elements of the vision that
Emily articulated included: (a) where
she wanted to work, (b) where she
wanted to live, (c) what she wanted
to do in her free time, and (d) who
she wanted to have in her life. Prior
to her first PCP meeting, the facilita-
tor sent a questionnaire to her newly
constituted team. Its purpose was
to get her team members thinking
about person-centered planning
issues (since most had never partici-
pated in a PCP circle of support) and
to collect information about Emily’s



strengths, accomplishments, and pre-
ferred lifestyle. After the information
was obtained, the facilitator and Emi-
ly planned the first meeting. Emily
decided she wanted to meet at her
aunt’s house and have dinner prior to
doing the person-centered planning.
She prepared hand written invitations
to the first person-centered planning
dinner and work session. The day of
the first meeting, people in her circle
of support were hanging out and
grilling dinner at her Aunt’s house as
Emily had planned. After the meal
and some chit chat, the person-cen-
tered planning began. Emily and her
circle of support discussed many of
her strengths and accomplishments.
These included being a caring and
compassionate person who likes to
be with other people. A majority of
the meeting was spent discussing
Emily’s hopes and dreams and en-
visioning her future. Emily dreamed
about living independently in an
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apartment, having a job in childcare,
getting married, owning a dog,
singing a solo on a stage, cooking,
and taking a vacation. Her circle of
support truly listened to what she
said. They openly discussed some of
their concerns but supported her in
envisioning her future. Not only did
the group discuss the dreams she
had for her own future but also the
dreams the members of her circle of
support had for her as well. These in-
cluded; living independently, choos-
ing her roommate, going on a family
vacation, not restricted by having

to be in her adult foster care home
every night, obtaining a salaried job,
and buying things. She talked with
her circle of support about working
with children or seniors. During the
discussion, Emily expressed liking a
volunteer experience in which she
participated (but also described a
desire to be paid). With respect to
employment, Emily knew that she

Table 1. First person-centered planning actions steps

» Check into childcare certificate programs

* Go online and look at certificate programs

e Check with church childcare about shadowing

* Aunt to show Emily who contact person is

e Staff help Emily make the connection

* Go to different dog kennels and dog daycares and

see if they have opportunities for work or volunteer

* Check on places and hours

* Uncle will go and look at places and then call Emily
e Emily will go during the day to see the places

e Talk with nursing home volunteer supervisor about

paid opportunities
Emily will talk with her supervisor
Emily will continue to volunteer

L[]

activities coordinator

* Become more independent in her current living

situation

Look into becoming an aid or working with the

Aunt and Emily 2/12
Aunt, Emily, and staff ~ 2/12
Uncle and Emily 2/13
Emily (with support 1/31
from aunt)

Emily, aunt, and staff 2/13

* Add vacuuming and cleaning to the calendar
* Work on cooking meals on her own at home-like

sandwiches

Practice cooking with her aunt on the weekends

did not want to work as a janitor or
participate in a day or work program,
as she had done in the past. She
wanted to choose her own job based
on her preferences.

Emily and her circle of support dis-
cussed her love for spending time at
church. She participated in worship
and women'’s group accompanied by
her residential staff. She wanted to
attend church without her residential
staff. She also shared that she would
like to volunteer at the nursing home
without being accompanied by staff.

Possible barriers that might affect
Emily in achieving her preferred
lifestyle were also discussed at her
first PCP meeting. A primary barrier
was her problem behavior that had
been targeted for reduction. Emily
told her circle of support that she
feels disappointed after she engag-
es in self-injury and is not able to
turn it around. Her circle of support
talked about how this could affect

Yes

Yes

Yes

Yes

Yes
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her in aspects of her life such as
finding and sustaining a job. How-
ever, Emily’s circle of support did not
criticize her or tell her she needed

to be “fixed.” They listened and
provided support. Before the first
meeting ended, Emily and her circle
of support began to create an action
plan. They determined the steps and
when they would have identified
actions completed (see Table 1). At
the end of the first planning meet-
ing, a time and place had been set
for the second meeting. During the
time in between the first and the
second person-centered planning
meeting, team members followed up
on action steps. Prior to the second
person-centered planning meeting,
Emily and the PCP facilitator talked
about the process and how Emily felt
about co-facilitating the meeting.
Emily decided to open and close the
meeting with her comments. For fol-
low-up PCP meetings, Emily decided
where they would occur and what
food she wanted to have. Some of
the meetings were held at members
of the circle of support’s homes, and
others were held at local restaurants
(one of the meetings at her friend’s
home Emily cooked the dinner with
help from two members of her circle
of support).

Anxious to provide support, Em-
ily's team began to work with Emily
on completing action steps that led
to Emily achieving her dreams. Her
aunt continued to help connect her
to the church’s childcare and set up
informational interviews and ob-
servation times, her aunt began to
research music classes, her church
friends spent time cooking meals
with her and teaching her to use
sharp knives and follow recipes.

Emily and her person-centered
planning facilitator sat down with
her residential lead staff to dis-
cuss the person-centered planning
meetings. Residential staff were very
supportive of Emily’s person-centered
planning and began to embrace a

person centered perspective. Person
centered approaches were embed-
ded throughout the home with the
help from supportive staff. For ex-
ample, Emily began to cook her own
meals, spend time in her room alone,
spend time at church without her

evolved and Emily’s life was enriched,
the restraint chair was removed from
Emily’s home. Also, Emily was able
to put her restraint program in a
shredder, because it was not neces-
sary anymore and her commitment
to the Commissioner of the Depart-

Person-centered planning has helped increase Emily’s quality of life as she is more

involved in her community, she has more positive control over her life, and she has

strengthened old relationships and developed new relationships.

residential staff, and volunteer at the
nursing home without her residential
staff’s support. Emily’s residential
staff supported her in joining a gym
and working with a trainer, and she
no longer needed her token rein-
forcers for exercise. Residential staff
began balancing those things that
were important to Emily and those
things that were important for Emily.
It is also important to note the data
indicated that incidences of Emily’s
problem behavior had decreased to
near zero levels as she was beginning
to develop a life that worked for her.

Emily’s experience living
a life of her choosing

Unlike a Problem-Based treatment
team, this circle of support met every
4 to 6 weeks and continued to move
Emily’s life forward. After about 4
PCP meetings, Emily invited a resi-
dential staff to her circle of support.
Within the first six months, under
her own initiative and without staff
to supervise her and accompany her,
she was going to Zumba class for
exercise, cooking class, singing class,
volunteering on her own, spending
time at the mall by herself, going to
church by herself, spending the night
at her aunt’s house, and went on a
short vacation with her family.

By the sixth meeting, the family
began to take over the facilitation
of the PCP meetings. They were
actively engaged and were seeing
the positive changes in Emily’s life. As
the use of Person Centered Processes

ment of Human Services was not
renewed. Within 2.5 years Emily was
completely restraint-free. She was
living a good life and was a part of
her community and not just in her
community.

As the PCP process continued,
Emily achieved many more accom-
plishments. Without supervision,
Emily engaged with her community
and participated in a number of
activities. She began to go to more
places on her own including church
and shopping. She learned to use the
metro mobility service independently
to go out in the community without
requiring residential staff for trans-
portation. She participated in a sing-
ing class and sang a solo on a stage.
She participated in a cooking class
and was making her own meals at
home. She went on vacation to San
Diego and swam with the dolphins.
She continued to plan more vaca-
tions with her family.

Today Emily is a busy person who
was once believed to be danger-
ous and required close proximity to
mechanical restraints to ensure her
safety and the safety of those around
her. As the PCP process evolved and
Emily began to experience a more
desirable future, it became clear
that very little individualized posi-
tive behavior supports (PBS) were
needed because she had a life that
was meaningful for her. She had a
circle of support and residential staff
that were supportive and helped to
balance the things that were import-



ant to her and important for her. She
has accomplished many of her goals
and she is happy. Person centered
planning has helped increase Emily’s
quality of life as she is more involved
in her community, she has more
positive control over her life, and she
has strengthened old relationships
and developed new relationships.
She is living out many of her hopes
and dreams.
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Final thoughts

By Joe Reichle, PhD

Although there have been a number
of changes in service delivery for
persons who engage in significant
repertoires of problem behavior there
continue to be significant gaps in
the community based service delivery
system in spite of demonstrations

of individualized interventions that
have been extremely successful.
Within the last 20 years there has
been a quickly emerging technolo-
gy of system wide PBS. To a great
extent these demonstrations have
focused on school-wide educational
and behavioral outcomes for children
with problem behavior through im-
plementation of School-wide positive
behavior intervention and support
(SW-PBIS). More recently states have
begun to apply the logic SWPBC to
larger systems that involve aspects

of the Human Services field. This has
been challenging in that this system
is much larger in terms of potential
stakeholders. Additionally when

one considers residential work and
community services there is limited
top-down coordination at a mentor/
supervisory level. Further the persons
who serve clients often are acquiring
their expertise via on-the-job training
compared with licensure and certi-
fication processes for professionals
providing service in school settings.
All of these variables are challenges.
Nevertheless, in this publication we
have highlighted ongoing system
change efforts in Kansas. Kansas was
one of the first states to develop a
state sanctioned staff development
activity that incorporated didactics
with longitudinal onsite support,
mentoring trainees through case
studies to apply information learned
in didactics.

A positive addition to serving
persons with problem behavior in
community settings has been the
incorporation of systematized Person
Centered Planning. As discussed in
this issue, there are a number of PCP
systems that have been developed
over the past several decades. In-
creasingly, administrators and service
providers are recognizing the impor-
tance of PCP in providing grounding
an enhancement of service provision
in home, school and community
settings.

Increasingly there appears to be
awareness and a growing evidence
base that supports the implementa-
tion of system-wide interdisciplinary
planning for preventing problem
behavior in home and communi-
ty settings. Although much of the
current supporting evidence base
is in school settings, there is grow-
ing acceptance that the model is
viable in community and residential
services. However, as we stated in
our opening article in this issue, “it
takes a village”. Research, funding
and policy changes will be needed
to identify national standards for
high quality providers of behavior
supports that included staff qualifica-
tions, service definitions, professional
oversight and quality assurance.
More translational research is needed
to measure impact of person cen-
tered positive behavior support on
the person’s quality of life and fidelity
of implementation of positive be-
havior support plan. There is a need
for improved interdisciplinary col-
laboration around the integration of
positive behavior supports into other
intervention and prevention models
such as those used in fields of mental
health, aging, traumatic brain injury
and other acquired disabilities.



MN LEND Program

Leadership Education in
Neurodevelopmental Disabilities

lend.umn.edu

Institute on Community Integration,
University Center for Excellence in
Developmental Disabilities

University of Minnesota School of Medicine,
Department of Pediatrics

College of Education + Human Development,
Department of Educational Psychology

College of Liberal Arts, Department of Speech
Language and Hearing Services

About LEND

LEND Brief: Positive Behavior Support,

Leadership Education in Neurodevelopmental and Related Disabilities (LEND) Summer 2014
programs provide long-term, graduate level interdisciplinary training as well
as interdisciplinary services and care. The purpose of the LEND training pro- Editor: Joe Reichle, PhD, and Tim
gram is to improve the health of infants, children, and adolescents with dis- Moore, PhD
abilities. They accomplish this by preparing trainees from diverse professional Managing editor: Kelly Nye-Lengerman
disciplines to assume leadership roles in their respective fields and by insuring Graphic design: Connie Burkhart
high levels of interdisciplinary clinical competence.
While each LEND program is unique, with its own focus and expertise, LEND Brief is a bi-annual publication of the
they all provide interdisciplinary training, have faculty and trainees in a wide MN LEND Program (Leadership Education

Neurodevelopmental Disabilities) at the University
of Minnesota. This issue was supported in

part by grant #2-T73MC12835-03-00 from the
Advancing the knowledge and skills of all child health professionals to Maternal & Child Health Bureau (MCHB) of the

improve health care delivery systems for children with developmental U.S. Department of Health and Human Services
disabilities: awarded to the University of Minnesota.

range of disciplines, and include parents or family members as paid program
participants. They also share the following objectives —

The opinions expressed are those of the authors
and do not necessarily reflect the views of affiliated
centers, schools, colleges, the U of M, or their

Providing high-quality interdisciplinary education that emphasizes the
integration of services from state and local agencies and organizations,

private providers, and communities; funding sources.
Providing health professionals with skills that foster community-based The University of Minnesota is an equal opportunity
partnerships; and educator and employer. This document is available in

. . . . . alternate formats upon request.
Promoting innovative practices to enhance cultural competency, family-

centered care, and interdisciplinary partnerships. MN LEND Program
University of Minnesota

. . 150 Pillsbury Dr. SE, 103 Pattee Hall
Learn more at www.aucd.org. Click on LENDs under Find Network Members. Minneapolis, MN 55455



