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Allyson’s passion for increasing health equity for individuals with
I/DD began when she was a DSP for a young woman with
Autism. She has several years of experience in disability services
and previously served as an executive director at a Down
syndrome therapeutic center outside of DC. She is excited to
manage and work with this coalition to address systemic barriers
and challenges that exist in the healthcare system.
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Kansas Council on Developmental Disabilities (KCDD)

KCDD's mission is to empower individuals with
intellectual and developmental disabilities (I/DD),
families and caregivers to lead systems change,
build capacity, and advocate for inclusive,
integrated, accessible communities where
everyone belongs and thrives throughout Kansas.

KCDD

Kansas Council on
Developmental Disabilities



KCDD Overview

Our Mission: Empower individuals with intellectual and developmental

disabilities (I/DD), families and caregivers to lead systems change, build
capacity, and advocate for inclusive, integrated, accessible communities
where everyone belongs and thrives throughout Kansas.

Our Vision: We envision a state where all people with intellectual and

developmental disabilities live, learn, work, play, belong, and thrive in the
community they choose.

Our Purpose: The purpose of KCDD is to support people of all ages with

developmental disabilities so they have the opportunity to make choices
regarding both their participation in society and their quality of life.
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KCDD Overview

CORE PRINCIPLES

SELF- INCLUSION & COMMUNITY ACCESSIBILITY INDEPENDENCE
DETERMINATION BELONGING INTEGRATION
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KCDD Overview

2022-2026 Five Year State Plan

The Kansas Council on Developmental Disabilities

developed the Council’s 2022-2026 Five Year State Plan PRIORITY AREAS

which guides our activities over the next five years.

Self Advocates, families, state agencies, providers, Creatlng I:eaders &
educators, and other stakeholders contributed their ideas Empowermg

and suggestions relating to the Council’s charge, “to Advocacy

ensure the opportunity to make choices regarding
participation in society and quality of life for individuals

with developmental disabilities” Leading Systems
Change

This information was considered in the development of
our 2022-2026 Five Year State Plan goals, objectives,
and activities.

KCDD has identified the Council’s areas of priority:
Creating Leaders, Empowering Advocacy, and Leading
Systems Change.
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Key Strategic Priorities

KCDD has identified the following priorities for the Five-Year Plan which will guide our activities over
the next five years and be accomplished in the following areas:

Promoting Advocacy for Kansans with IDD Across the Lifespan:
e Waitlist, Workforce & Wages Campaign
e Adoption of Supportive Decision Making in Kansas by 2026.

Systems Change and Innovative Programs for the Kansas IDD Community:
e Increasing Protections from Abuse, Neglect, and Exploitation of Individuals with IDD.
e Statewide Health coalition to address health equity and improve quality of life for the IDD
community.

Leadership and Advocacy
e Building a robust grassroots network for the IDD community that reaches every corner of the
state.
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Friday, March 22, 2024
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Waitlist for disability services in Kansas
have grown exponentially. Will
lawmakers fix it?

BY KATIE BERNARD
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Gavin Padding, Karey Padding’s son, is expected to be on the IDD waitlist for 10 years. Courtesy of

Karey Padding.
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Israel-Hamas war Richard Lewis dies at 76

U.S. NEWS

States offer services for
disabled kids, then make their
families wait 10 years for them

£

4 of 5 | Kansas state Rep. Will Carpenter, R-El Dorado, speaksto 5.
young adults with intellectual disabilities and their parents wi
about a proposal to shrink waiting lists for services, as House
Speaker Dan Hawkins, R-Wichita, right, listens, Monday, Feb. 12,
2024, in the House chamber at the Statehouse in Topeka, Kan.
Carpenter is the architect of the proposal to boost spending by

$ ~—ionso that 1,000 of the 7,500 people on state waiting

@ e off those lists. (AP Photo/John Hanna)



HEALTH EQUITY AND OUTCOMES COALITION VISION

By the end of 2028, Kansas becomes a national model for effectively
addressing the health equity needs of people with intellectual and
developmental disabilities.
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COALITION GOALS

Better the quality of life for individuals with intellectual and
developmental disabilities (IDDs) in Kansas by:

e Improving Overall Health Outcomes Across the Lifespan

e [ncreasing Research Participation, Innovation and Outcomes

e Expanding Resources for the Aging Population and their
Caregivers

e Increasing Diagnoses and Treatments for Behavioral and

Mental Health Conditions
@@ KCDD
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Coalition Framework

KCDD Coalition Co-
Chairs

Behavioral Health

Pediatric to Adult Clinical Inclusive Research Aging and the Caregiving

Workgroup Crisis Workgroup Workgroup

Care Workgroup

FRAMEWORK

1. Create working groups focused on each of the stated goals.

2. Within each group, undertake an assessment of progress, gaps, and opportunities for
advancing health equity for people with IDD in Kansas.

3. Develop an outreach, education, advocacy and public policy strategy that seeks to
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address the recommended outcomes in a meaningful way.




Coalition Members

Advent Health

Aetna Better Health

Alliance Rehab and Medical Equipment

Amgen

Assured Trust Company

Autism Society - The Heartland

Bert Nash Center

CareSource

Catholic Charities KC-SJ

Children's Mercy Hospital Kansas City
Community Health Council of Wyandotte
Developmental Services of Northwest Kansas, Inc. (DSNWK)
Down Syndrome Innovations

The Golden Scoop

Institute for Advancing Medical Innovation
InterHab

Johnson County Developmental Supports
Kansas Center for Autism Research and Training

KUMC Girls Night Out Program

L'Arche Heartland

Onward Kansans

Optum Care

Oral Health Kansas, Inc.

Raise Health Innovations

Rush University Dept of Community,
Systems and Mental Health Nursing
and PATHPWIDD

Sedgwick County Department of Aging
and Disabilities

Sedgwick County Developmental
Disability Organization

Special Needs Assured

Special Olympics Kansas

Sunflower health plan

UnitedHealthcare Community Plan of

) . N Kansas
Kansas City Hospice & PaII{atlve Care N University of Kansas Medical Center
Kansas Department for Children and Families (UKMC)

Kansas Family Support Center

Kansas LEND, University of Kansas Medical Center
Kansas State Physician Assistance Program

KU Center on Developmental Disabilities

University of Kansas School of Nursing
We Care and Connect
Whole Story Planning



Pediatric to Adult Clinical Care Workgroup

Barriers to Address/Goals for the Workgroup:

Improve Care Coordination for self-advocates, families & caregivers

Transition from Pediatric to Adult Clinical Care & Health Insurance Systems

Lack of primary care physicians who take Medicaid - where is the next generation of
specialists to serve the IDD population?

Coordination between clinical care institutions regardless of community (suburban, urban
and rural communities)

Heightened focus on Women’s health (mammograms, cancer screenings, regular OBGYN
care)

Standardize Forms

Meeting Schedule — 3rd Wednesday @ 3 pm CST
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Inclusive Research Workgroup

Barriers to Address/Goals for the Workqgroup:

e Attracting more federal research investments in Kansas for I/DD community (i.e., Down Syndrome
INCLUDE, Autism research)

Ensuring “Disability” is included in DEI policies and strategies in healthcare and research
Collaboration across Kansas-based institutions for research and research participation

Building a pipeline for people with IDD to participate as co-researchers at all institutions

Increase research participation across all IDD diagnosis

Meeting Schedule — Second Tuesday @ 4 pm CST
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Behavioral Health Workgroup

Barriers to Address/Goals for the Workgroup:

e Increase access to behavioral health services for IDD community in Kansas

988 Crisis Hotline Training for callers with IDD (in partnership with KDADS)

Development of IDD Behavioral Health Toolkit, including nonverbal training materials

Increase mental health supports for individuals with IDD

Support healthcare providers and mental health professionals — increase training and workforce
o Medicaid rates
o Capacity to serve patients with complex health issues
o Need for formalized state training

Meeting Schedule — Second Tuesday @ 1 pm CST
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Aging and the Caregiving Crisis Workgroup

Barriers to Address/Goals for the Workqgroup:

Enhancing resources for caregivers and guardians to navigate the system
Opportunities for aging in place, equity in retirements and quality/new housing solutions
Increasing capacity, flexibility in the I/DD workforce and service offerings

Training for DSP, family caregivers, etc.

Ability to meet the I/DD community where they are, need healthcare, live and work:

O
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In-Home Care

Dementia/Alz & I/DD

Paying Family Caregivers

Supportive Living & Residential Care for individuals with I/DD who require 24/7 care and those
who can live independently

Meeting Schedule — Second Monday @ 2 pm CST
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COALITION WORKGROUPS

Clinical Care

How do we improve transition of
care from pediatric to adult
system?

How do we address HCP
workforce shortages & network
access adequacy?

Inclusive Research

How to make research happening
in KS more inclusive of IDD
community?

How do we attract federal
resources to KS?

Behavioral Health

What are the needs of individuals
with IDD?

How do we address the gap in
behavioral and mental health in
IDD Community in KS?

State Policy

Federal Policy

Collaboration w/ KDADS, KDHE, etc.

Resources for IDD Community Self-advocates, Family Member, Caregivers

Resources for HCP & Other Professionals

Aging & Caregiving

How are we anticipating the
needs of the medical model for
older adults?

How are we supporting
caregivers as they age?



Engagement Opportunities

e Want to join one of the four workgroups?

o Email allyson@kcdd.org to receive communications and meeting invitations

e Want to share your waitlist or workforce story with KCDD?

o Visit hitps://kcdd.org/share-your-story/ for a form and how to submit your story
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