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Executive Summary

The Interagency Task Force for Children with Special Needs (TFCSN) created a specialized
subcommittee composed of parents, Texas state agency staff from each of the TFCSN
member agencies, a representative of a faith-based community organization, and
representatives of community service and family-based alternative stakeholder
organizations. The role of the subcommittee was to develop recommendations that addressed
the TFCSN second priority for implementation, crisis prevention and intervention. The
specific goal of the recommendations is to reduce the number of families who experience
crisis due to insufficient and/or ineffective interventions or services, or lack of coordination
and planning of interventions or services.

Over the past year, the members of the subcommittee have immersed themselves in the work
with which the TFCSN entrusted them. Crisis prevention and intervention (CPI) are complex
challenges which, when viewed from the perspective of agency collaboration, become even
more daunting. This notwithstanding, the group grew into an effective collaboration that
brought together multiple perspectives and types of expertise and led to a consensus across
participants. The subcommittee itself is proof that cross-agency collaboration such as that
envisioned through the recommendations is indeed possible. The subcommittee’s vision,
definition, and recommendations for positive behavior support (PBS) and local community
coordination (LCC) follow. The body of the report includes additional details about these two
tactics.

Cost analysis is beyond the scope of this project; however, as the subcommittee studied
tactics and crafted recommendations, the members were consistently mindful of fiduciary
responsibility and cost effectiveness. The subcommittee believes that more effective use of
resources could be realized over the long term, with implementation of the PBS and LCC
recommendations presented in this report.

Positive Behavior Support

The Task Force Five-Year Report, along with many other recommendations, identified PBS as
a way to improve the lives of children with special needs and their families. The
subcommittee decided to explore PBS first and develop their initial recommendation for this
topic because:

e Children with special needs often have challenging behaviors, which are frequently a
factor in crises, and

e Successful implementation of the PBS recommendations could reduce the need for
intensive and/or more expensive services, such as institutionalization or incarceration.



After an extensive study of PBS, the subcommittee created a set of recommendations to
develop a statewide network and delivery system of PBS that would ensure children and
families receive supports and services that prevent and reduce challenging behaviors and
related crises.

PBS changes lives, not just behavior. PBS focuses on increasing quality of life for the child
and all family members, rather than simply reducing or preventing challenging behaviors.

PBS Vision Statement
Children with special needs and their families will have the appropriate level of PBS across
environments in order to prevent crises and enhance their quality of life.

Definition of PBS
PBS is a set of research-based strategies used to increase quality-of-life and decrease
challenging behaviors that may keep a child from reaching his or her full potential. PBS:

e Accomplishes these goals by making changes in a child’s environment and teaching
new and adaptive skills

e Is oriented to the valued outcomes of children and families and their circles of support

e Applies knowledge of behavioral and other biomedical sciences to gain a
comprehensive understanding of the factors (including past traumas) affecting a
child’s behavior

e Utilizes validated procedures

e Addresses needed systems change from the level of the household to the service
delivery system

PBS Core Recommendation

The Crisis Prevention and Intervention Subcommittee recommends that Texas establish a
statewide network and delivery system of PBS to ensure that children with special needs and
their families receive supports and services that prevent and reduce challenging behaviors
and related crises. All Task Force agencies should establish access to this PBS network and
delivery system to ensure that PBS services are available to children with special needs across
disability groups and service systems. To ensure effectiveness and efficiency, and to build the
knowledge base for best practices, implementation progress should be shared and
coordinated among all Task Force agencies



PBS Strategies

The Crisis Prevention and Intervention Subcommittee recommends that the Task Force
implement the following strategies to fulfill the core recommendation. The strategies apply to
all three levels of need (primary/universal, secondary/at-risk, and tertiary/intensive) unless
otherwise indicated. The first two of the strategies are foundational in implementing the
recommendations as envisioned by the subcommittee.

Foundational Strategies

Enable and ensure cross-agency collaboration on workforce development, quality
assurance, data collection, and reporting.

Establish a locus of responsibility for the development, delivery, and evaluation of
PBS training curricula and practice, including exploration of the development of a PBS
Institute for Texas (as successfully accomplished by the state of Kansas through the
Kansas Institute for Positive Behavior Support, a partnership with the Kansas
University Center on Developmental Disabilities).

Structural Strategies

Generate broad-based awareness of PBS at the primary (universal) level by including a
consistent description of PBS and information about available supports through new
and existing sources of training.

Utilize multiple methods for training delivery, including Web-based materials, print
materials, and interactive events.

Develop criteria for the competency-based training, qualification, certification, and/or
supervision of all tiered PBS skill levels (facilitators, service coordinators, and direct
support staff) to ensure the delivery of quality services from multiple systems of care.
Establish access to PBS-trained case managers able to provide person-centered
planning and/or wraparound services, and problem-solving consultation at the
secondary/at-risk level, as well as early identification of needs for additional supports
across environments.

Provide access to PBS-trained facilitators to deliver PBS services consisting of
functional behavior assessment, individualized plan development, and training and
coaching to families with children with identified behavioral needs at the
tertiary/intensive level.

Provide prevention-related PBS skill development for family members, caregivers,
and/or those who provide direct support to children with special needs.



Local Community Coordination (LCC)
As stated in the Task Force Five Year Plan,

More than coordination, collaboration requires reconceptualization and redirection through
engagement of family, local, and state level partnerships in planning and developing
agreements to pool expertise, resources, and creativity. Research suggests systemic reforms are
successful only in an organizational culture that affirms, supports, and accommodates them.
The Task Force is dedicated to working toward that change.

The recommendation for LCC supports the above-mentioned dedication and is designed to
help the State establish a new kind of partnership with local communities. The goal is to
empower local communities to create and own initiatives, supported by quality outcomes
that meet the unique needs of families in their respective communities. This approach
represents the paradigm shift fully supported by the TFCSN in its Five Year Plan, as
articulated by the following quote:

Children with special needs sometimes require services from more than one agency or program,
and the services too often are not coordinated and do not serve the child well. Serving these
families successfully requires a commitment to serving the whole child, in the context of the
family, through practical, collective problem-solving

Communities would conduct a needs assessment, identify gaps, and submit a plan to
develop a CPI system. Development of a CPI plan would require an identified entity to take
the lead in pulling together a broad range of community stakeholders, for example parents,
caregivers, educators, first responders, law enforcement, local healthcare providers
(including hospitals), and representatives from local and state agencies.

The State would partner with the local entity that assumes leadership of the CPI plan and
would support the community partner by providing;:

e Designated staff to offer technical assistance and support

e Funding to help the community evaluate, plan, coordinate, develop, and enhance
resources to increase the number of children and families that receive supports and
services that prevent and respond effectively to crises

Texas communities utilizing this approach could more effectively organize and mobilize
resources to reduce the number of families who experience crises due to insufficient
interventions or lack of coordination and planning of interventions and services. The impact
could be to reduce more costly interventions such as emergency room visits, hospitalizations,
and/or incarceration.



LCC Vision

Communities are able to create an effectively ongoing process to mobilize and sustain
resources to prevent crises for children with special needs and their families and to respond
immediately when a crisis occurs.

Definition of LCC
Local community coordination is a collaboration of multiple community members,
organizations, agencies, and family members who proactively:

Engage in cross-system planning

Identify and assess service gaps and obstacles

Cultivate and make better use of resources

Develop processes for facilitating and implementing effective CPI strategies for
children with special needs and their families

LCC Core Recommendation
To facilitate the development of comprehensive CPI systems across Texas, the State should:

1.

Designate staff (by repurposing existing staff, hiring new staff, or outsourcing the

responsibility to a contractor) who operate under a community-capacity-building

approach to provide technical assistance and support that:

o Facilitates distribution of such funds as may be available to develop and

implement community-based CPI plans

Actively engages communities

Identifies community champions

Provides information about evidence-based and promising practices

Provides tools and assistance for assessment and evaluation

Helps remove barriers at the state level that prevent families and children with

special needs from accessing necessary services and supports for CPI

o Monitors and participates in evaluating community progress toward execution of a
CPI plan

O O O O O

Provide funding which is contingent on an acceptable plan with community-identified
performance benchmarks tied to the applicable elements of the community’s CPI plan.
Some communities will be able to incorporate all 12 elements, identified below, to
achieve a robust CPI plan; others may need to identify a few key elements as initial
goals, with subsequent efforts to put all the elements in place.



Partner with a community entity, such as:

O

O O O O

A local mental health authority or local authority for intellectual and
developmental disabilities

A Community Resource Coordination Group (CRCG)

Community coalitions

A nonprofit organization

A faith-based organization

to assume leadership and support the community in the development of a CPI plan,
based on a community assessment and identified needs, that addresses the
development of the following elements:

Formal and informal community networks and relationships that link resources
Interdisciplinary teams with the capacity to conduct clinical assessments

Mobile crisis teams with the capacity to effectively respond to a crisis situation
involving a child with special needs

Capacity for formal and informal respite, including scheduled, therapeutic, and
crisis respite, offered by competent providers

Expedited services for emergency and urgent needs

Child mental health and trauma screening using a common assessment instrument
Whole-family screening to assess the need for additional social services - for
example, behavioral health assessment of siblings - using a common assessment
instrument

Electronic cross-system information exchange of consents, demographic data, and
screening and assessment results so that multiple state agencies can access
information about the same child and family

Cross-system training for clinicians, service providers, first responders, and
families

Evidence-based or promising practice peer support for families

Ongoing community cross-system evaluation of CPI

Local sustainability plan



Next Steps

The subcommittee gratefully acknowledges the additional time the Task Force gave the
group to continue to work together beyond August. This extension gave the subcommittee
time explore the complex issues related to PBS and LCC more fully and to develop
overarching recommendations for both tactics. Still to be developed is a table of
implementation options for LCC, an additional level of detail to parallel the table for PBS.

Twelve other tactics (see page 10) identified by the subcommittee deserve consideration, as
do a number of interconnected ideas that surfaced repeatedly during the subcommittee’s
discussions. The following topics of particular importance emerged, and any one of them
would be a natural place to begin future planning efforts. Additional information for these
five topics is on page 41.

e Family resource specialist/ comprehensive case manager/support coordination
e DPeer support

e Respite

e Training

e Workforce development



Introduction

During the 81st Legislature, Regular Session 2009, Senate Bill 1824 established the
Interagency Task Force for Children with Special Needs (TFCSN) to "improve the
coordination, quality, and efficiency of services for children with special needs." The TFCSN
created and produced a Five-Year Plan from which it identified and selected two initial
priorities for evaluation and implementation. This report addresses the second of those
priorities, Crisis Prevention and Intervention (CPI). Section 115.004 (b) (2) of Bill 1824
specifies:

The plan created under this chapter must provide recommendations to reduce the
number of families who experience crisis due to insufficient and ineffective
interventions or services or lack of coordination and planning of interventions or
services.

To address this requirement, the TFCSN created a specialized subcommittee composed of
parents, Texas state agency staff from each of the TFCSN member agencies, a representative
of a faith-based community organization, and representatives of community service and
family-based alternative stakeholder organizations.

The subcommittee’s mission was to fully develop and communicate specific
recommendations from the TFCSN Five-Year Plan that are informed, locally focused,
interagency CPI recommendations. This report provides recommendations for positive
behavior support (PBS), local community coordination (LCC), and continued agency
collaboration.



The subcommittee initially identified four strategies and 14 tactics that would serve as the
foundation for developing specific recommendations. (See the model on page 9.) The
subcommittee prioritized and selected PBS and LCC as its first two tactics and recommends
continued investigation and planning on the remaining tactics. The depth of study based on
the Task Force Five-Year Plan is extremely important to subcommittee members. The
recommendations in this report for PBS and LCC represent widespread cultural change,
which would set the stage for future development of recommendations on the remaining
tactics. The group selected PBS as the first tactic to explore for several reasons.

e PBSwas a goal adopted in the TFCSN Five-Year Plan.

e PBSis a strategy well suited for collaboration among the TFCSN agencies.

e Children with special needs often have challenging behaviors, which are frequently a
factor in crises.

e Statewide implementation of PBS could positively impact many children with special
needs, as well as their families, health care providers, educators, and others involved
with the child.

e Successful implementation of the PBS recommendations could reduce the need for
intensive and/or more expensive services, such as institutionalization or incarceration.

e Prevention strategies are more likely to reduce the need for crisis intervention, thereby
producing better outcomes for children, families, and the community.

As its second strategy, the subcommittee decided to explore ways to strengthen LCC and
linkages, following the rationale that LCC:

e Is foundational and encompasses many of the other tactics

e Incorporates interagency coordination and collaboration, which aligns with TFCSN
recommendations

e Focuses on the community level where the subcommittee has been tasked to work -
representing a paradigm shift to manage the problem “where it is”

e Respects diversity of communities and acknowledges that not every community has
the same resources

e Addresses fragmentation of services and improves communication, making
realization of recommendations for other tactics, such as respite, easier to implement

e Optimizes resources, reducing duplication and inappropriate services
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Positive Behavior Support

PBS Problem Statement

Thousands of children across Texas experience injuries, restraints, school suspensions,
arrests, or placements away from their families as a result of lack of access to effective
supports to reduce or prevent challenging behaviors. Parents of children with special needs
struggle to support their children, yet they lack access to services and training that teach
them about challenging behavior and its prevention. Without access to effective supports and
services, families may face untenable situations such as:

e Having to choose between work and staying home to care for a child

e Having to choose between attending to the child with special needs and attending to
their other children

e Relinquishing parental rights

e Institutionalization of the child

Without access to training and knowledge, many families face painful but avoidable crises.
PBS is an approach that could potentially result in demonstrable improvement in these
situations. By offering families supports that have demonstrated efficacy, the Texas service
system could improve the efficiency and effectiveness of its existing limited resources.

Overall, there is both a lack of access to behavior support services and a shortage of behavior
support providers across service systems. When providers are available, behavior support
services can be unaffordable for families. Even when available and affordable, there is no
assurance that providers of behavior support are applying an evidence-based practice such as
PBS. Many providers lack training in PBS. The State’s required qualifications for behavior
support providers do not call for PBS competency or for a review of the quality of the
behavior support services provided. As a consequence, families and direct support staff have
neither access to PBS services nor opportunities to develop effective prevention-related skills.

Currently, there is wide variability among state agencies regarding the capacity and
competency of behavior support providers, as well as regarding the quality of behavioral
support practices in general (and PBS in particular). Furthermore, there is no organized
delivery system to offer community-based PBS, nor is there a locus of responsibility tasked
with promoting PBS across and within state agencies and local entities.

The Task Force has identified PBS as a way to improve the lives of children with special
needs and their families. In response, the subcommittee has developed a set of
recommendations to develop a statewide network and delivery system of PBS that would
ensure that children and families receive supports and services that prevent and reduce
challenging behaviors and related crises.
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Definition of PBS

Positive behavior support is a set of research-based strategies used to improve quality of life
and decrease challenging behaviors that may keep a child from reaching his or her full
potential. PBS:

e Accomplishes these goals by making changes in a child’s environment and teaching
new and adaptive skills

e Is oriented to the valued outcomes of children and families and their circles of support

e Applies knowledge of behavioral and other biomedical sciences to gain a
comprehensive understanding of the factors (including past traumas) affecting a
child’s behavior

e Utilizes validated procedures

e Addresses needed systems change from the level of the household to the service
delivery system

How PBS Works
PBS offers a multitiered system of support for families of children with special needs,
including:

e Planning processes with team-based wraparound! and person-centered planning

(PCP)

e An emphasis on the prevention of challenging behaviors

e At the primary (or universal) level, interventions designed to promote pro-social
behavior and prevent undesirable behavior across all children with special needs

e At the secondary (or at-risk) level, interventions targeted to those children at increased
risk of developing significant challenging behaviors

e At the tertiary (or intensive) level, concentrated intervention for children engaging in
significant challenging behaviors. At the tertiary level, PBS services include:

o A functional behavior assessment (FBA) to determine the purpose (function) of
challenging behavior before developing interventions. The FBA is administered by
a trained provider
Development of an individualized plan based on the FBA
Training and coaching of families and support staff
Monitoring of plan implementation and revision
Implementation by a PBS-trained facilitator who is knowledgeable about PBS and
possesses an advanced set of skills and qualifications to provide PBS services

O O O O

The following diagram provides an illustration of the three tiers/levels described above. The
percentages next to the pyramid represent percentage of students.

1 Wraparound is an intensive, holistic method of engaging with individuals with complex needs (most typically
children, youth, and their families) so that they can live in their homes and communities as defined by the
National Wraparound Initiative.

12



Community-wide PBS School-wide PBS

1-5%

5-10%
Targeted Interventions (Secondary)

* Select groups of children with identified risk

* Interventions to address risk factors

80-90%

Adapted from Sugai, 2002

The World Without PBS
Lack of access to effective behavior supports has consequences in real lives and in system
costs and inefficiencies.

Alex was a young boy with a disability who lived with his family. His parents cared for him
deeply, but found his high activity level and challenging behaviors difficult to manage. Though
they wanted help with his behavior, they were unable to find appropriate support. When they
could no longer protect Alex and manage their family and work lives, Alex was offered
placement in a state supported living center, one of the State’s most expensive service options.

Sally was a typically developing young girl until a medication reaction resulted in her
developmental disability. She lived with her family until she was a teenager, at which time her
challenging behaviors at school and home began to threaten her father’s ability to maintain a
job. Her father was unable to obtain behavior support, and Sally was placed in a state
supported living center at considerably higher expense than the support her family needed.

Carol was the most difficult child in her school and perhaps her school district. Identified as
having a disability, Carol was also a victim of bullying, which led her to become highly
aggressive. Carol was highly defiant, belligerent, and angry; her challenging behaviors resulted
in restraints and suspensions from school. She was arrested twice (at age 10 and age 11) by a
school resource officer.

Each of these children and families could benefit from PBS.

13



PBS Research and Best Practice
Studies offer evidence of the effectiveness of PBS when implemented with fidelity.

e A research synthesis of 109 peer-reviewed studies? found that PBS intervention results
in an 80% reduction of challenging behaviors in 67% of all cases and a 90% reduction
in half of all cases.

e  When School-wide PBS is implemented to criterion, results indicate the following
improvements in academic and social behavior outcomes:

o A 20%-60% reduction in office discipline referrals for students with and without
Individualized Education Programs

o Increase in amount of time students spend in instruction

o Decrease in amount of time administrators and teachers spend addressing problem
behaviors

o Improvement in perception of school safety and mental health

o Reduction of students identified for tertiary interventions

o Reduction of office discipline referrals and student suspensions, saving teaching
days, learning days, and administrator days

Kansas offers PBS and PCP facilitation in its Medicaid State Plan services for any child (under
age 22) who is eligible for Medicaid. With prior authorization, a child may receive up to:

e Thirty hours of FBA (at $40 per hour)
e Sixty hours of PBS treatment (at $100 per hour)
e Forty hours of PCP (at $40 per hour)

for a maximum cost of $8,800 for 130 hours of support spread across a 12-month period.
Authorizations for a second year of service are possible but unusual.

e Inan analysis of 120 cases using PBS facilitation, a risk assessment scale completed by
family members before and after services found that they reported less risk in all
items, with the most change in the following:

o Problem behaviors occurring at a “frequency and intensity that caregiver’s
support is being compromised”

o Problem behavior is likely to become “serious and will be of concern in the near
future if not addressed”

o Problem behavior “puts them at risk of institutionalization ...”

2 Carr, E.G., Horner, R.H., Turnbull, A.P., Marquis, ].G., Magito McLaughlin, D., McAtee, M.L., Smith, C.E,,
Anderson Ryan, K., Ruef, M.B., & Doolabh, A. (1999). Positive behavior support for people with developmental
disabilities: Research synthesis (American Association on Mental Retardation Monograph Series). Washington,
D.C.: American Association on Mental Retardation.
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PBS Cost Effectiveness

The question of cost effectiveness must be considered in relation to the status quo. Currently,
children with special needs such as Alex, Sally, and Carol, who engage in challenging
behaviors and do not receive adequate or appropriate support, may entail significant
financial costs, such as:

e Costs of injuries resulting from challenging behaviors that require medical care,
resulting in expenses of trips to hospital emergency rooms ($1000-$1200 daily cost of
an emergency room visit) and/or expensive short-term hospitalization ($400 daily cost
at state hospital)

e Cost of deployment of first responders

e DPotential costs in the foster care system

e Significant risk of losing the ability to live with their family, resulting in the
extraordinary costs of institutional placement
o $620 daily cost of state supported living center
o $140 daily cost in a non-state-operated intermediate care facility?

These costs take a toll on state resources and can be contrasted with the maximum cost of PBS
offered by the Kansas state plan, which is $24 per day when averaged across 365 days.

The World with PBS

PBS changes lives, not just behavior. PBS focuses on improving quality of life for the child
and all family members, rather than simply reducing or preventing challenging behaviors.
With PBS, the lives of children like Sally and Alex could be very different. Carol’s life
changed because of PBS. She is one of the fortunate children in Texas whose school embraced
PBS.

Carol’s story, continued ...

After only three weeks in a school with a PBS environment, Carol became open to social
interaction, engaging and showing the beginnings of empathy. Her mother reports that her
turnaround was immediate. Carol is now a role model and peer model in her school and
anticipates a bright future.

PBS also changes the behavior of those in the children’s environment. Like Carol, the lives of
children in many Texas schools are being changed by school-wide PBS interventions. Positive
Behavior Interventions and Supports (PBIS) is an application of PBS designed to be
implemented throughout schools and school districts. When implemented with fidelity, PBIS
improves the behavior of students by effecting change in the behavior of teachers and
administrators. As the school environment changes, student behavior improves.

3 As provided by HHSC Strategic Decision Support.
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Rita Cundieff, Principal of Velasco Elementary School, reflects that before PBS, her office was a
revolving door of students frequenting the office for hitting, pushing, insulting, and not
following classroom rules. It was clear that discipline incidents were adversely affecting
academic performance. After attending a presentation describing schools that had implemented
school-wide PBS, the school administration made the decision to implement PBIS. Ms.
Cundieff reflects on the results*:

.... as our efforts persisted, we began to see small changes in student and teacher behavior. The
[second] year, we built on efforts from the previous year. ... Our student recognition efforts improved,
our lesson plans were refined, and our discipline referral numbers decreased. Our third year, we refined
the other components of PBIS in the individual classrooms, which brought on an even bigger
improvement in managing student behavior. [Our fourth year] I was able to remove the student-sized
chairs from outside my office, that for so long had served as an image of life before PBIS. PBIS has
become the norm on our campus today, and positive images such as smiles, hugs, and students
cohabitating our school in an orderly, focused manner come to mind when I reflect on the impact that
PBIS has made.

In Texas, a comparable effort has not yet been organized to promote PBS outside of school
settings. However, in other states, such as Kansas, South Carolina, Virginia, West Virginia,
Washington, and Minnesota, PBS has been more widely adopted. For example, Kansas
created a locus of responsibility for promotion of PBS for children with special needs. The
initiative began in the developmental disabilities system but has since expanded to the
mental health and child welfare systems. This comprehensive effort has resulted in the
expansion of cross-system capacity, increase competency, and assure quality. Presented
below is the story of one child in Kansas.

Jessica is a 7" grader. When she was four years old, she was placed in foster care due to severe
abuse and neglect. Her foster family reported that when Jessica is distressed, she bites herself
and others, resulting in injuries requiring emergency treatment. She was referred for PBS
services, which included PCP and an FBA that revealed that Jessica bites herself or others when
she perceives a threat. The team identified environmental factors and activities to help reassure
her. The plan focused on changing her activities and her schedule, teaching her how to request a
change in environments when she feels distressed, and using a scrapbook and photo albums of
her friends and family that she can review for reassurance. After putting the plan into effect,
calls from the school to pick her up have decreased from once a week to once a month, and she
has not been to the emergency room for bites in four months.

4 Quote used with permission.
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Both the Texas school-wide experience and the Kansas model to build community capacity
are examples of what is possible when PBS is promoted through a concentrated effort. In a
Texas with PBS:

e Children with special needs could live in a family environment attuned to their needs,
where they learn new skills and experience fewer crises, thereby decreasing
challenging behaviors and improving their quality of life.

e Families could receive services and supports and could have the knowledge and skills
to create a responsive environment and teach their children skills, thereby decreasing
challenging behaviors, reducing crises, and improving their quality of life.

e Texas could have a statewide network and delivery system that ensures effectiveness,
efficiency, and availability across disability groups and service systems, thereby
reducing the number of families that experience crises due to insufficient and
ineffective interventions or lack of coordination and planning of interventions and
services.
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PBS Strategic Recommendations

Vision Statement
Children with s