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INTRODUCTION

The University of Missouri-Kansas City Institute for Human Development
(UMKC-IHD), a University Center for Excellence in Developmental Disabilities
Education, Research and Service (UCEDD), is an applied research and training
center for human services. The UMKC-IHD has been Missouri's UCEDD since
1977. The overall mission of the UMKC-IHD is to improve the quality of life for
persons with developmental disabilities across the entire age span by promoting
(a) community inclusion, independence, productivity, and social participation; and
(b) high quality and effective community-based services and individualized
supports for persons with developmental disabilities and their families.
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To achieve this mission, UMKC-IHD builds and sustains partnerships for social
change within the local community, the state, and the nation. These partnerships
share a strong focus on self-determination, cultural competency, and social capital
as key elements that improve individual quality of life and promote fully inclusive
communities. In the past year, projects and initiatives have targeted youth,
families, and adults, as well as underserved populations such as women with
developmental disabilities, low-income minority youth, and urban Latino
communities. 

This diversity reflects the realization that many people with developmental
disabilities are also members of other underserved groups, whether defined by
gender, race, or economic status. When we improve the self-determination and
social capital of all populations, when we help all individuals, families,
organizations and agencies to reach their fullest potential, we broaden and
strengthen our impact on the larger community. 

During the past year, UMKC-IHD has launched new partnerships and projects,
and enhanced existing ones, making significant progress toward our 5-year plan
goals and toward our vision for the full inclusion of people with developmental
disabilities in all aspects of community life. This report details FY 2013 projects,
activities and products and highlights the ways they contribute to our mission and
vision. 

Five-Year Plan Guiding Principles

The five-year plan is grounded in a number of guiding principles that are infused
throughout our work in all core functions. 
1) Partnerships: The on-going development of partnerships within the DD
Network and other public and private sectors is essential to further the full
community inclusion of people with developmental disabilities and their families. 
2) Strengths-Based Perspective: The five year plan is designed to build upon the
strengths, gifts and abilities that all individuals, families, organizations, and
communities can contribute. 
3) Social-Ecological Framework: The individual and the family are viewed
through a framework that focuses on the holistic interaction between person and
environment and that seeks to build supportive environments and communities.
4) Self-Determination and Social Capital: The UMKC-IHD continues to promote
the critical importance of self-determination and social capital both individually
and collectively for people with disabilities and their families. 
5) Full Inclusion and Universal Design: The principles and practices of Universal
Design are applied across all UMKC-IHD projects to ensure that all products and
environments are accessible to all people, to the greatest extent possible, 
6) Scholarly Engagement, Participatory Action Research, and Research to
Practice: The people and communities affected by research must be actively
engaged in the design and conduct of research as well as the evaluation of
outcomes.

UMKC-IHD Priority Need Areas
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UMKC-IHD Priority Need Areas
The guiding principles described above are incorporated into each of the
UMKC-IHD's seven Priority Need Areas. A few brief examples illustrate the
Need Areas here; details of the past year's projects and accomplishments in each
area are provided in the full report.

1. Health and Wellness Promotion:
Health and wellness promotion projects have a major influence on the quality of
life of individuals with developmental disabilities. By addressing critical issues of
healthy lifestyles, early identification, access to quality healthcare, and effective
interventions, these projects afford individuals greater control over their lives.
Projects in this need area include:

Missouri Traumatic Brain Injury Implementation Partnership Project: The overall
goal of this project is to provide individuals with traumatic brain injuries and their
families improved access to comprehensive, multidisciplinary, coordinated and
easily accessible systems of care. In the past year the project conducted a
statewide needs assessment, created a five-year plan, developed a Concussion
Management Guide that is being used to train coaches and school nurses, and
forged a partnership with University Extension to reach Latino survivors of TBI. 

Safety First: This project, a collaboration of UMKC-IHD and local service
agencies, increases access to appropriate services for women with disabilities who
are victims of sexual assault and domestic violence. This year the Advocate
Guide: Safety Planning for Persons with Disabilities and Deaf Survivors was
developed and disseminated. In addition, community providers, court systems,
and health care systems received training in serving women with disabilities who
are survivors of violence and 10 new model sites became part of the Safety First
Collaborative community of practice.

2. Early Childhood and Youth:
Focusing on issues related to young children with special needs (and their
families) and youth with special needs as they transition to adulthood, this need
area has projects that span a wide variety of topics including health information,
youth leadership, early intervention, and school-age issues. Examples of projects
include: 

Enhancing Pediatric Care Coordination for children and Youth with Special
Health Care Needs (CYSHCN): UMKC-IHD completed the second year of a
HRSA-funded research project to develop a replicable model for family support in
children's hospitals and pediatric practices. This year two sites implemented
programs based on the successful peer-mentoring model developed by the
UMKC-IHD. A replication toolkit was also published.

Kansas City Summer Transportation Institute (KCSTI): Just completing its 10th
year, the KCSTI is a summer program for area high school students (both with
and without disabilities). The program targets underserved youth from the urban
core and provides them opportunities to learn about careers in transportation.
Students also participate in self-discovery activities designed to enhance
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Introduction

Students also participate in self-discovery activities designed to enhance
teamwork and leadership. This year for the first time a $200 stipend was offered
to participants, and three participants were selected to attend the APTA Youth
Summit in Washington DC. 

Show-Me-Careers: This systems-change project works to identify and scale-up
best practices that improve integrated employment outcomes for youth with I/DD
who are transitioning from high school to adult life. In the past year, intensive
technical assistance was provided to eight pilot communities, including
workshops by national experts in business outreach and systems integration. In
addition, at the state level, a consortium of agency and education partners has
shaped and influenced policy changes that improve provider, family, and
individual access to information and training about transition and employment.

3. Individual Advocacy and Family Supports:
Enhancing the capacity of natural supports to meet the needs of people with
developmental disabilities and addressing whole-family support needs are the
main focus points for projects in this need area. Highlighted projects include:

Missouri Family-to-Family Resource Center: The MOF2F, housed in and directed
by UMKC-IHD, works to increase access for individuals with disabilities, their
families, and others in the field to family-friendly information on best-practices
and disability topics, peer support, and leadership opportunities. This year 348
parents were matched with peer mentors, 92 people participated in a new Family
Leadership Competency Based Training Curriculum, and the F2F website
received over 2,000,000 visits from families and professionals seeking
information and/or assistance.

DMH Family Support Technical Assistance: This project provides technical
assistance to the Missouri Department of Mental Health Division of
Developmental Disabilities (DMH-DDD) to help build a statewide family support
infrastructure. Multiple training and TA sessions were held with over 40 DMH
family support staff as well as family members and individuals with disabilities.

MO Guardianship: Understanding Your Options & Alternatives: This training
program empowers individuals with developmental disabilities, their families, and
key supporters to make informed decisions regarding the least restrictive level of
support/protection. In FY2013, UMKC-IHD also led a statewide workgroup
focusing on changes to Missouri's guardianship legislation. This project is
ongoing.

Family Support Community of Practice: The UMKC-UCEDD, together with
statewide organizations, is taking the lead in the newly formed national
Community of Practice for Supporting Families of Individuals with Intellectual
and Developmental Disabilities. This project will help five states develop systems
of support for families throughout the lifespan of their family member with I/DD. 

4. Adult Community Living:
Living in the community and having the support of family and friends is
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Living in the community and having the support of family and friends is
increasingly the focus of UMKC-IHD's work. The development of support
networks and social systems (social capital) builds self-determination for
individuals with developmental disabilities. Highlighted projects include:

Adult Continuing Education for Persons with Developmental Disabilities
(ACED): The ACED program, celebrating its 16th year in existence, offers adults
with developmental disabilities the opportunity to attend non-credit classes in an
educational and social environment. This is one of our most successful projects,
illustrating the value of increasing the social capital and self-determination of
adults with DD. This past year, ACED offered 60 classes with 124 sections and
enrollment of 565 people. 

People First of Missouri: People First of Missouri, with technical assistance from
UMKC-IHD, is currently focusing on reaching out to youth with disabilities and
improving access to post-secondary education as well as community employment
opportunities. The UMKC-IHD supported the organization to conduct a statewide
conference in Kansas City Missouri in July, 2013 with a theme of social capital,
self-determination and community inclusion. 

The Self-Determined Career Development Model Implementation (SDCDM):
This NIDRR-funded project is being tested in 29 sites throughout Missouri. The
SDCDM is a self-directed process using a three-phase problem-solving strategy in
which a facilitator supports a person with a disability to identify and set a career or
employment goal, develop an action plan to achieve that goal, and self-monitor
and self-evaluate progress toward the goal, revising the action plan or goal as
needed. 

5. Aging and Developmental Disabilities: 
Projects in this priority need area focus not only on the difficulties and unique
circumstances of aging with DD, but also the strain that is placed on caregivers,
many of whom are family members that are also experiencing their own "aging
issues." Projects in this need area include:

Local Planning: During the past year, the UMKC-IHD conducted planning
sessions with a major local aging support provider and Area Agency on Aging
staff. The planning focused on how to meet the needs of people aging with
developmental disabilities as well as aging parents and caregivers of individuals
with developmental disabilities. 

Aging and Disability Resource Center and Person-Centered Hospital Discharge
Planning: The Aging and Disability Resource Center project which was funded by
CMS for 5 years was completed with a sustainability plan and disseminated
products to enhance single-entry service coordination throughout the Northwest
region of Missouri. 

6. Interdisciplinary University Training:
Projects in this area synthesize the research findings and best practices identified
in the other six areas for development and implementation of interdisciplinary
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in the other six areas for development and implementation of interdisciplinary
pre-service education. Pre-service interdisciplinary training includes all levels of
post-secondary education, from undergraduate through post-doctoral training, and
encompasses a range of training opportunities. Projects in this need area include:

Missouri LEND Program - TIPS for Kids: The purpose of the Missouri Training
in Interdisciplinary Partnership and Services for Kids (TIPS for Kids) is to
improve the quality of the lives of children with neurodevelopmental and related
disabilities and their families through interdisciplinary leadership training of
health and allied health professionals. This year LEND supported 15 long-term
and 4 medium-term trainees from 8 disciplines.

Leadership Certificate in Disability Studies: The leadership certificate focuses on
the sociopolitical analysis of disability. It is a 12-hour graduate level program of
study that impacts systems by placing graduates sensitive to disability issues and
aware of disability laws and services in leadership positions. Currently
UMKC-IHD is working to enhance university partnerships in order to expand the
disability certificate program.

7. Policy, Program Development, and Quality Assurance:
Projects in this need area focus on developing the capacity of programs and
organizations to better meet the needs of the persons they serve and to adapt to
changing values and policy environments. An additional focus involves
developing the capacity of communities as a whole. Examples include:

AIDD National Training Initiative on Scaling up Self-Determination: The overall
goal of this project is to establish a sustainable, evidence-based training system
that enhances self-determination training programs that lead to quality of life
outcomes for individuals with developmental disabilities throughout the lifespan.
The leadership consortium is comprised of Missouri, Kansas, New York, Oregon
and Illinois UCEDD directors. This past year, the consortium completed the final
three Research-to Practice Briefs on Lessons Learned from Scaling-up
Self-Determination at the state and national level. The NTI website was also
enhanced in the past year to insure all audiences (self-advocates, family-members
and professionals) have improved access to National Gateway products. Products
included an Advising Through Self-Determination guide for self-advocates and
advisors, a series of Research to Practice Briefs, an electronic newsletter, and
videos and training manuals for the Success in Telling Your Story
self-determination training.

Alianzas: The Alianzas program, now in its 10th year, is an excellent example of a
program that effectively supports the concept of community inclusion for
underserved populations. Alianzas promotes inclusive communities and facilitates
partnerships with Hispanics/Latinos in Missouri. Alianzas was commissioned by
the Latino Civic Engagement Collaborative to conduct the Greater Kansas City
Hispanic Needs Assessment. The goal is to create an informative and accessible
marketing product for policy makers, community organizations, educators,
Hispanic families, Hispanic students, and all interested parties. This year
UMKC-IHD completed Phases 1 and 2 of a four-phase needs assessment process
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UMKC-IHD completed Phases 1 and 2 of a four-phase needs assessment process
and published a Community Findings report based on a quantitative study
including a survey of 1,369 community members. Phases 3 and 4 will be
completed in FY 2014.
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AIDD Annual Report, Part 1A. Detailed Work Plan Progress Report

Implementation of basic and applied research, program evaluation, and analysis of public policy on issues
impacting individuals with developmental disabilities.

This section provides a progress report on the UCEDD work plan. Use the work plan from the 5-year
application, or the most recently updated workplan submitted with a continuation application, to provide
annual updates along with a narrative report of progress for each section of the work plan that has activities
planned for the time period. Activities not planned for during the reporting period should not be included in
this section. 
  
1: Goals and Objectives Narrative.pdf

AIDD Annual Report, Part 1B. Summary of Evaluation
Results

This section provides a summary report of the implementation of the evaluation plan described in the
UCEDD 5-year core grant application. Other relevant information not reported elsewhere should also be
reported in this section. 
Part 1.b. Summary of Evaluation Results

The UMKC-UCE evaluation plan combines both formative and summative evaluation processes. The
purpose of a formative evaluation plan is: (a) to determine the extent to which the objectives were
achieved; (b) to provide a description of the strategies that contributed to achieving the objectives; and (c)
to provide a description of factors that may have impeded progress. UMKC-UCE leadership staff and the
CAC gather and review information on a continuous basis related to planned activities, satisfaction of
constituencies, and challenges that arise in implementation. This information is used to support continuous
program improvements.

The summative evaluation involves the collection of data that measures achievement of intended project
outcomes for consumers, families, and systems. For consumers, impacts represent independence (e.g.,
increased self-advocacy skills for adults in People First); productivity (e.g., acquisition of paid community
employment by adults); and inclusion (e.g., increased community participation through opportunities for
inclusive recreation and participation in generic community services). For families, impacts represent
parental competency (e.g., increased parenting skills for families in Early Childhood projects); well being
(e.g., increased access to community services); and empowerment (e.g., increased ability to advocate for a
family member). In the area of systems change, impacts are categorized according to their relevance to
capacity building (e.g., enhanced interagency collaboration); personnel development (e.g., community
training of direct support workers); and resource leveraging (e.g., generation of extramural support for
health and wellness promotion activities). 

The Consumer Advisory Council meets at least three times a year. Each meeting includes time for the
CAC to review progress on meeting five-year plan objectives and implementing programs. They are also
asked to review program evaluations and to identify other priorities that should be addressed. 
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Methodology to Report Results Using the UMKC-UCEDD Annual Report Template: All UMKC-UCE
faculty and staff collect information about their activities in a format that is compatible with AIDD
reporting standards. A UMKC-UCE data coordinator provides training and support to staff to assure that
this data is collected and recorded in a consistent and quality manner. Research Associates at UMKC-UCE
work with project directors and principal investigators to gather data regarding their community service,
interdisciplinary education, research, and dissemination activities. The Research Associates then input the
data into the NIRS database for inclusion in the UMKC-UCEDD Annual Report. These results are
reviewed by the data coordinator and shared with the core function directors to assure a comprehensive
listing has been provided. 

For each of the five-year plan, evaluation methodologies have been developed which are used to evaluate
results and determine the extent to which progress is being made toward achievement of each objective. In
addition, the evaluation collects information regarding the advocacy, capacity building, and systemic
change activities incorporated in the five-year plan in relation to short, medium, and long term outcomes.
For example, competency training evaluations are used to evaluate short term outcomes such as gains in
knowledge (e.g. self-advocates understand choices and options for self-directing services); follow-up
interviews/surveys are used to evaluate medium term outcomes such as the degree to which individuals
apply information and knowledge (e.g. more individuals are self-directing services and participating in
community activities); and satisfaction surveys are used to evaluate long term outcomes such as
improvements in quality of life (e.g. enhanced relationships and support networks that improve quality of
life and ensure individuals are free from neglect and abuse).

Each project of the UMKC-UCE includes an evaluation plan developed through the support of the
individual project directors and through the oversight and support of project specific advisory committees.
UMKC-UCE leadership staff gather and review information on a continuous basis related to planned
activities, satisfaction of constituencies, and challenges that arise in implementation. This information is
used to support continuous program improvements. As an example, the UMKC-UCE is the lead agency for
the Missouri Show-Me-Careers project , an AIDD Partnership in Employment (PIE) systems change
project. UMKC-UCE faculty gather evaluation data that is shared with the state consortium to support
ongoing program improvements. As an example, attached is an overview of the evaluation plan and a
sample of evaluation data collected during the past year for this project. 
  
1: Sample Evaluation Plan and Data.pdf
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