
1

Finding Common Ground: 
Creating Inclusive Communities in West Virginia

Center for Excellence in Disabilities at West Virginia University, a part of Robert C. Byrd Health Sciences Center
In partnership with

Community Living Exchange Collaborative at ILRU



2

Table of Contents

Acknowledgements           3

Summary            4

Introduction            5

Participants            8

Facilitators            9

The Process            10

Who are we and what brings us together?       11
 
What is our vision for the future?        13

Where are we now?          14

What is urgent and in need of our immediate attention?     17

What can we do together?         18

What will we do together?         20

How will this be different?           22

Reflections and Future Directions        23

Appendices            25
 (A) Real Choice Systems Change for Community Living Grants
 (B) Action Planning Teams
 (C) Summary of Participant Evaluations
 (D) Recommended Readings
  



3

ACKNOWLEDGEMENTS

Finding Common Ground: Creating Inclusive Communities is made possible through the support of many individuals and organiza-
tions.  The staff of Transitioning to Inclusive Communities (TIC) and Community-Integrated Personal Assistance Services and 
Supports (C-PASS) Real Choice grant programs at the Center for Excellence in Disabilities wish to acknowledge the following 
for their commitment of resources, including staff time commitments to this effort:

 - Nancy Atkins, Commissioner, Bureau for Medical Services, West Virginia Department of Health and Human Resources
   and Principal Investigator, West Virginia Real Choice, Transition to Inclusive Communities, and Quality Assurance/
   Quality Improvement grants

 - Lee Bezanson, Consultant, Community Living Exchange Collaborative at ILRU

 - Ann Stottlemyer, Commissioner, West Virginia Bureau of Senior Services, West Virginia Department of Health 
   and Human Resources and Principle Investigator, Aging & Disability Resource Center grant

 - Eugenie Taylor, Acting Commissioner, Office of Behavioral Health Services, West Virginia Department of Health and   
   Human Resources

The Director of the CED and program staff wish to acknowledge appreciation to each of the 38 participants for their time, 
energy, and enthusiasm. 

This report was prepared by David Horvath, C-PASS Program Policy Specialist with the Center for Excellence in Disabilities at 
West Virginia University.  Mr. Horvath serves on the staff of the Community Integrated Personal Assistance Services & 
Supports (C-PASS) grant.  The C-PASS grant is one of five Real Choice Systems Change for Community Living grants awarded 
to the State of West Virginia by the Centers for Medicare and Medicaid Services.

This document was developed in part under Grant Number CFDA #93.779 from the United States Department of Health and 
Human Services, Centers for Medicare and Medicaid Services.  However, the contents herein do not necessarily represent the 
policy of the U.S. DHHS, and should not infer endorsement by the federal government.



4

SUMMARY

“Social and educational movements, whatever their object, have one of two typical fates.  Unsuccessful movements 
vanish after only a few years, with little left behind.  Successful ones disappear equally as “movements” because their 

core values become part of the dominant culture and their practices are fully institutionalized.”
Peter T. Ewell

In December 2003 a select group of individuals with 
disabilities, advocates, state agency representatives, 
and service providers met in Institute, West Virginia, 
to discuss the subject of community inclusion for 
individuals with disabilities and long-term care needs.  
This gathering of stakeholders included two days of 
information sharing, brainstorming, and planning.  This report 
attempts to capture the essence of Finding Common Ground: 
Creating Inclusive Communities in words and pictures for the 
benefit of participants and other interested parties.  How-
ever, no written report can fully convey the sense of hope, 
enthusiasm, and even frustration experienced by participants.

As a result of Finding Common Ground: Creating Inclusive 
Communities, stakeholders committed themselves to action 
in the following areas:

 1. Promoting public awareness and support of inclusive  
    communities through publicizing success stories;
 2. Promoting legislative awareness and support of   
    inclusive communities through legislative advocacy;
 3. Promoting collaboration between and among stake- 
    holders through organizational resource sharing;
 4. Promoting the knowledge, skills, and abilities of   
    stakeholders by providing collaborative training;
 5. Promoting opportunities for individual choice and  
    control through the development of self-directed  
    service models; and
 6. Promoting efforts aimed at addressing the 
     institutional bias in Medicaid by rebalancing the system. 

Participants signed up for action teams to address each 
of these six areas.  Teams identified action steps they 
would take to begin to effect change.  In the months since 
Finding Common Ground, participants have continued to meet, 
both formally and informally, in pursuit of common goals.  

West Virginia is expanding its efforts in Finding Common 
Ground: Creating Inclusive Communities.  Plans are under-
way for continued stakeholder meetings.  Future meetings 
will address functional topics, such as:
 - Expanding opportunities for participation of   
   additional stakeholders;
 - Sustaining collaboration between and among   
   stakeholders;
 - Supporting action planning teams; and
 - Supporting development of model communities.  

The future envisioned and the plans put into motion by 
participants provide a framework for individuals committed 
to the process of creating inclusive communities in West 
Virginia.  Planners are actively seeking individuals who wish 
to become involved in this effort.  Interested readers are 
encouraged to contact the Center for Excellence in 
Disabilities or any of the agencies and organizations listed 
in this report.  Continuing the momentum of Finding Common 
Ground: Creating Inclusive Communities offers the promise 
of lasting and meaningful change in West Virginia.  



5

 INTRODUCTION

“We can’t solve problems by using the same kind of thinking we used when we created them.”
Albert Einstein

Challenges Faced by States

The United States Supreme Court ruling in Olmstead v. 
L.C. requires states to provide services to people with 
disabilities in the “most integrated setting” appropriate 
to their needs.  The President’s New Freedom Initiative, 
developed in response to the Olmstead decision, makes 
resources available to states to assist in this endeavor.  
The Real Choice Systems Change for Community Living grants 
available through the Centers for Medicaid and Medicare 
Services are an example of one such resource.  Accordingly, 
states across the nation are examining and refining their 
efforts to support people with disabilities to live in the 
community settings of their choice.  

States face many challenges in their efforts to ensure 
that citizens with disabilities and those with long-term 
care needs enjoy the right to live as independently as 
possible in the community of their choice.  Some of these 
challenges, such as negative stereotypes about people with 
disabilities and architectural barriers, are present in the 
community.  Other challenges are a direct result of the 
system of services created to support people with 
disabilities.  For instance, in many ways service systems 
promote dependence on paid services rather than naturally 
occurring supports.  

The challenges faced by states are further compounded 
by national demographic trends.  The aging of the baby boom 
generation is causing unprecedented growth in the number of 

persons in need of and eligible for home and community-based 
services.  This growth contributes to lengthy waiting lists 
for community services and supports.  At the same time, low 
wages, limited benefits, poor working conditions, and a 
declining labor pool have created a critical shortage of 
qualified direct support professionals.  The workforce crisis 
is projected to continue and actually worsen in the foresee-
able future.  These demographic trends place additional 
stresses on an already burdened system of services.

Additional Challenges Facing West Virginia

The challenges facing West Virginia are exacerbated by 
the state’s demographic characteristics.  West Virginia is 
a small state with a population of approximately 1.8 million.  
West Virginia is the only state which lies completely within 
the Appalachian region.  West Virginia is predominantly rural.  
The majority of West Virginia’s population lives in small 
communities scattered over rugged mountainous terrain and 
remote river valleys.  West Virginia has the lowest per capita 
income ($16,477), the highest median age (38.9 years), and 
the highest percentage of people with disabilities (23.8% 
of people age 21-64) of any state in the nation (U.S. Census 
2000).  The rate of disability among senior West Virginians is 
even higher (48.6% of people age 65 and older).  

Despite these challenges, West Virginia has many 
strengths and resources.  West Virginians are well known 
for their self-reliance, resourcefulness, and resilience.  Tra-
ditional family values and ties to the land typically run deep 
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in West Virginia.  In fact, West Virginia has the highest rate 
of home ownership in the nation and the lowest percentage 
of its population living in institutional settings.  West Virginia 
communities are generally known for their sense of identity 
and closeness, and for the generosity of community members.  

West Virginia has a proud history of advocacy by and for 
people with disabilities.  Due in part to the small size of the 
State, relationships between and among stakeholders are 
often close and personal.  For instance, consumers and 
advocates are frequently on a first name basis with state 
agency representatives and legislators.  

West Virginia was in the forefront in the movement 
towards deinstitutionalization of people with developmental 
disabilities.  Early advocacy efforts led to the closure of the 
last institution for people with developmental disabilities in 
1994.  As a result, West Virginia was one of the first states 
to receive approval for Medicaid Home and Community-Based 
Waiver services.  

Systems Change and Beyond 

The Center for Excellence in Disabilities is committed to 
improving the lives of West Virginians with disabilities 
through research, education, and community service in 
collaboration and partnership with other public and 
private agencies and individuals.  This commitment led to 
the Center’s involvement in the Real Choice Systems Change 
for Community Living grants.  West Virginia currently has five 
Real Choice grants (see Appendix A).  

The Real Choice Systems Change for Community Living grants 
are designed to enable children and adults of any age who 
have a disability or long-term illness to:
 - “Live in the most integrated setting appropriate 

    for their individual support requirements and 
    preferences; 
 - Exercise meaningful choices about their living   
   environment, the providers of services they receive,  
   the types of supports they use and the manner by  
   which services are provided; and
 - Obtain quality services in a manner as consistent as  
   possible with their community living preferences and  
   philosophies.” (Federal Register, May 18, 2004).

From the outset, individuals involved in the Real Choice 
Systems Change for Community Living grants and others in 
West Virginia realized the need for an over-arching vision 
and plan.  Such a vision and plan would:
 - Promote collaboration between and among diverse  
   stakeholders;
 - Maximize coordination of existing resources;
 - Identify additional resources; and
 - Integrate promising practices learned in West   
   Virginia and elsewhere.  

However, to effect lasting and meaningful change, 
individuals in West Virginia recognized an even greater 
need.  To create positive realities and futures for people 
with disabilities, attention had to shift from the system of 
services and supports to the communities in which people live.  
Recognizing that systems change efforts can only have 
meaning for people with disabilities within the broader 
context of inclusive communities, individuals in West Virginia 
renewed their inquiry into the process of promoting inclusive 
communities.

Graphic facilitation is a powerful tool for group action 
planning.  Lee Bezanson, of the Community Living Exchange 
Collaborative at ILRU, recommended the services of Dave 
Hasbury, a highly-skilled graphic facilitator with experience 
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in promoting inclusive communities around the world.  

In December of 2003 a diverse group of consumers, 
advocates, state agency representatives, service 
providers, and other stakeholders came together in 
Institute, West Virginia to discuss inclusive communities.  
Dave Hasbury was invited to facilitate this special event with 
the support of the Community Living Exchange Collaborative 
at ILRU.  This event, and the collaborative process that 
followed, came to be known as Finding Common Ground: 
Creating Inclusive Communities.

Participants in Finding Common Ground addressed the 
following questions through a process of appreciative 
inquiry, brainstorming, and group action planning: 

 - Who are we and what brings us together?
 - What is our vision for the future?
 - Where are we now?
 - What is urgent and in need of our immediate   
   attention?
 - What can we do together?
 - What will we do together?
 - How will this be different?  

This collaborative process, the networks formed, action 
plans developed, and future directions are described within 
this report.
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PARTICIPANTS

The breadth and depth of individuals and organizations 
participating in Finding Common Ground reflects West 
Virginia’s commitment to the growing and changing needs 
and desires of its citizens with disabilities and those with 
long-term care needs.  Each of the 38 participants was 
selected based on their diverse roles, responsibilities, and 
perspectives on community inclusion.  Participants came 
with different missions, constituencies, and priorities.  
Representatives of 11 state agencies were present.  Many 
participants represented multiple organizations.  Several 
participants were current recipients of Medicaid-funded 
home and community-based services and supports.  All 
participants shared a common interest in creating inclusive 
communities in West Virginia. 

ADAPTWV
 - Ken Ervin
Bureau for Medical Services
 - Julie Shelton, Ruth Ware
Bureau of Senior Services
 - Ruth Burgess, Bill Lytton, Bobby Reynolds
Center for Aging and Health Care in West Virginia
 - Rowena Sizemore
Center for Excellence in Disabilities at West Virginia 
University a part of Robert C. Byrd Health Sciences Center
 - Sally Burchfiel, Marcus Canaday, Mickey Finn, 
   Jeanne Grimm, David Horvath, Helen Panzironi, 
   Dr. Sherry Shuman, Amy Thomas, Jeff Werner
C-PASS Advisory Board
 - Cindy Spinks
Department of Education
 - Kay Johnson

Division of Rehabilitation Services
 - LuAnn Summers, Susanne Taylor
Fair Shake Network & West Virginia Transportation Alliance
 - Bonnie Greathouse
Family Support Network
 - Scott Miller
Northern West Virginia Center for Independent Living
 - Jan Derry
Office of Behavioral Health Services
 - Cece Brown, Barbara Edmonds
Office of the Long-Term Care Ombudsmen
 - Roy Herzbach, Larry Medley
Office of the Ombudsman for Behavioral Health
 - Tina Maher, David Sudbeck
Roane County Committee on Aging
 - Larry Dent
Statewide Independent Living Council
 - Ann Meadows
West Virginia Advocates
 - Robert Peck
West Virginia Behavioral Health Care Providers Association
  - Mike Grady
West Virginia Developmental Disabilities Council
 - Linda Higgs, Steve Wiseman
West Virginia Health Care Authority
 - Linda Sovine
West Virginia Housing Development Fund
 - Donna Martino
West Virginia Mental Health Consumers Association
 - Pamela Nichols
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 FACILITATORS

Dave Hasbury

Dave Hasbury has worked with individuals and organiza-
tions committed to inclusion all over the globe.  Using the 
process known as graphic facilitation, Dave guides groups 
through a process of discovery - discovery of the past and 
present, so that groups might look to the future of their 
choosing.  Dave Hasbury applies the principles and tools of 
person-centered planning, including PATHS, MAPS, and 
Solution Circles, created by Jack Pearpoint, Marsha Forest, 
and Mike O’Brien of Inclusion Press.  Dave describes his role 
as creating a structure for conversations, a “container for 
the good stuff.”  His methods are experiential, tapping into 
the part of the brain where creativity is born.  In a world 
focused on language Dave asks: “What does it look like?” and 
creates a space for people to see it.  

Jim Womeldorff

Jim Womeldorff has the ability to listen deeply to what 
people are really saying and to capture their thoughts and 
feelings in words.  Drawing on his experience in psychosocial 
rehabilitation, Jim is able to quickly process information for 
the benefit of the group.  In his current position at the Cen-
ter for Excellence in Disabilities, Jim works to support indi-
viduals with disabilities in their desire to remain in, or return 
to their community rather than to receive services in a nurs-
ing facility. 
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 THE PROCESS

“Graphic facilitation is a process that creates the space where we can all get on the same page.  Through conversations that 
elicit imagery and words that can be pieced together we will create visual records on large wall charts that allow us to see 

supporting people to live within the community.  We will look toward a vision of desired futures for communities across West 
Virginia.  We will look at what’s working, what could work better, and what could be done differently if we join together in 
new ways.  We will begin to plan new initiatives that build on our opportunities to work together.”
         Dave Hasbury

Planners also hoped that through their participation in 
Finding Common Ground stakeholders would be re-energized 
and supported in their efforts to create communities that 
value the unique life experiences and contributions of each 
individual member.  

During the two-day event, facilitators skillfully guided 
participants through a process of introspection, analysis, 
and action planning.  Questions posed by the facilitators 
were clearly directed at identifying strengths, challenges, 
visions, commonalities, and unity of purpose.  

Using artfully drawn pictures and carefully selected 
words, facilitators captured individual contributions and 
assisted the group in reaching consensus.  The guiding 
questions and participants’ responses are described in the 
sections that follow with minimal edits for the purpose of 
presenting the information.    

Planners of Finding Common Ground hoped to create an 
opportunity for stakeholders to build on the past and 
present in planning for the future.  Planners felt that 
through visioning, participants could identify common goals, 
focusing on the areas of greatest need and potential benefit.  
Planners believed this forethought would contribute to the 
process of well-reasoned decision-making.  Specifically,
planners hoped to:
 - Create an environment where important stakeholders  
   could expand their thinking, identifying new and   
     different ways of working together;
 - Increase communication, collaboration, and resource- 
   sharing; 
 - Disseminate information on promising practices in  
   home and community-based services demonstrated  
   within West Virginia and elsewhere; and,
 - Develop new approaches to creating inclusive 
   communities, blending and braiding public and private  
   resources into a seamless tapestry of paid and 
   non-paid services and supports.
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 WHO ARE WE AND WHAT BRINGS US TOGETHER?

“When will we all learn that we are born in?”
Shafik Assante

Dave Hasbury described the Latin origin of the word 
“inclusion,” which loosely translated means “to close the 
door behind you” once you are inside.  Participants were 
asked to identify themselves to the group.  Participants were 
asked to describe the individuals and groups with whom they 
are connected and what they are doing to create a sense of 
“being in” for people in their communities.

The majority of participants were familiar with each 
other, and for most, introductions were hardly necessary.  
However, in the simple act of introducing themselves and 
describing what they were doing to promote inclusion, it 
became clear that participants had much in common.  Each 
participant described how they were fostering the 
development of inclusive communities in their own way within 
their particular sphere of influence.  Participants described 
a wealth of personal and professional experiences including 

individual advocacy, family support, direct service/service 
coordination, program management, agency administration, 
and policy development.

Participants described past involvement and current 
efforts in a wide variety of systems change initiatives 
at the local, regional, and state levels.  Some participants 
had advocated for the rights of individuals with 
disabilities in West Virginia for years.  Others had 
addressed systems change from within state and local 
agencies and organizations.  A few participants expressed 
frustration at the slow pace of change.  Still other 
participants were relatively new to West Virginia, bringing 
new information and a fresh perspective.  Dave Hasbury 
captured the spheres of influence and activities in which 
participants were engaged in graphic form.  
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Themes

Through the simple process of participants introducing 
themselves, the following themes emerged.

 - We recognize that this is a process, not an event.
 - We are committed to self-reliance.
 - We are committed to addressing issues across the  
    lifespan.
 - We are committed to promoting and supporting self- 
   direction.
 - We must work together across disciplines, agencies,  
   and settings.
 - We must involve others (policy/decision makers,   
   agency heads, more consumers, children’s services). 
 - We’ve done a lot, and we have to keep moving.
 - We must continue looking forward!

These themes reflect a prevailing sense of optimism 
expressed by participants.  However, this optimism was 
tempered with reality.  The process of systems change and 
community building can be difficult.  Progress can be slow in 
coming and/or difficult to observe.  However, all participants 
were clearly committed to this important human endeavor.
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WHAT IS OUR VISION FOR THE FUTURE?

“People are valued members of the community.”
“People can make choices about where they live, work, and socialize.” 

        Participants

What will life look like if we are successful?

Participants described a world filled with promise and 
opportunity in which:
 - People have equal opportunity.
 - People are valued members of the community.
 - People are people, not a label or a diagnosis.
 - People can participate in a variety of community roles  
   they choose.
 - People have family and friends in their lives (people  
   not paid to be with them).
 - People have supports, independent of their families,  
   so they & their families have everyday lives.
 - People receive the supports they need individually,  
   when they need them, provided by whom they choose.
 - People are comfortable with themselves, opportunity  
   and acceptance (beyond awareness).
 - People make choices, and are responsible for the 
   out comes of those choices.
 - People control their funds and purchase their own  
   services and supports.
 - People are supported to make informed decisions.
 - People have respect, dignity, choice, and control   
   (self-direction).
 
Not surprisingly, participants envisioned a world in which 
people with disabilities and long-term care needs enjoy 
aspects of life that have nothing to do with having a 
disability. 

Participants envisioned communities in which:
 - Communities have high expectations for all members;
 - Services and disabilities are transparent; 
 - Class barriers based on disability are nonexistent;
 - Advocates are no longer needed because people’s   
   rights are protected;
 - Housing, transportation, and jobs are available,   
   affordable, and accessible;
 - Children live in the community with their families,  
   going to community schools, accessing assistive   
   technology;
 - People take care of themselves and others in the   
   community; and 
 - People who play supportive roles in the lives of   
   others are valued for their contributions.  

Participants also described changes in the systems 
intended to support people with disabilities and long-term 
care needs.  They described a system of supports in 
which:
 - Services and supports are customer-driven;
 - Individual goals are encouraged;
 - Personal growth is expected and facilitated;
 - Resources are wisely allocated based on need;
 - Data-based decision making is the norm;
 - Creative problem solving prevails;
 - Bureaucratic red tape and turf issues are a thing of  
   the past; and  
 - There is an adequate supply of qualified direct   
   support workers.  

This vision is reflected in the graphic on the front cover.  
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 WHERE ARE WE NOW?

“Everyone is out instead of in.”
    Participant

“How can you have any humanity when your whole life is broken down into 15-minute units of billable services?”
               Ken Ervin, ADAPTWV

“People are increasingly uncomfortable with the status quo and are advocating for systems change.”
             Participant

Recognizing that change is prompted by the tension 
between current reality and one’s desired vision of the 
future, participants discussed some of the current 
realities experienced by people with disabilities.

What could we be doing better or differently?

Participants began by noting some of the societal barriers 
experienced by people with disabilities:
 - People with disabilities are often treated as if they  
   are invisible or less than they are;
 - People with disabilities are often not aware of   
   available services and supports;
 - People with disabilities live in inaccessible 
   communities with limited access to safe and 
   affordable housing and transportation;
 - The general public lacks information and awareness  
   about disability issues;
 - Some people are overly protective of people with   
   disabilities, limiting their exposure to everyday risks;
 - Political correctness creates a fear of offending   
   people with disabilities and results in barriers to   
   communication and education;
 - Many people with disabilities and their families are  
   unaware of the self-direction movement; and
 - Some people with disabilities are stuck in nursing   
   homes and feel as if they are in prison.  

Participants described characteristics of the current 
service system for people with disabilities and long-term 
care needs, including:
 - Categorical funding of programs and services that  
   create artificial barriers and gaps in services;
 - Vesting of too much power with physicians under the  
   medical model;
 - Institutional bias in funding of Medicaid services;
 - Emphasis on buildings and programs, rather than   
   people and supports;
 - Compliance-oriented policies and procedures;
 - Prevalence of litigation-avoidance strategies; 
 - Prevalence of a complaint-driven process that is   
     reactive, not proactive;
 - Lack of skills training and devaluing of direct support  
   providers; and
 - Focus on “quality of care” as opposed to “quality of  
   life.”

Participants provided anecdotal evidence of problems they 
experience as a result of the provider-driven system of 
services and supports.  For instance, one participant 
described how her mother’s life revolves around her need 
for personal assistance because service providers in her area 
are short staffed during the week and don’t provide services 
on evenings and weekends.  Another participant told state 
agency representatives that local service providers will not 
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transport him across county lines in order to attend 
meetings, conferences, or social events.  Still other 
participants described a practice on the part of some 
providers to simply refuse services to individuals 
characterized as “problem consumers.” 

Some participants expressed concerns that West 
Virginia seems to be “behind the times” compared to 
other states.  Participants expressed concern about the 
numbers of people being sent out of state for services, 
including children with emotional illness, and adults who use 
ventilators.  Participants who have worked in the disability 
arena in West Virginia for a long time expressed concern 
that emphasis seems to be on process, with few outcomes to 
show for these efforts.  Some participants felt the 
political influence of behavioral health providers and the 
nursing home industry impedes changes in the current 
system.  Participants described the perception that some 
case management agencies appear to be threatened by self-
direction.  Some participants were concerned that federal 
resources may not trickle down to local communities and 
individuals. 

What is common about our understanding of where we are 
now?

Themes emerged among participants as they began to 
form a common understanding of current realities as 
experienced by people with disabilities. These themes are 
summarized below.
 - The general public is largely unaware of the 
    experiences, needs, and contributions of people 
    with disabilities. 
 - The deficit-oriented medical model is still prevalent,  
    even for non-medical services and supports.
 - The provider-driven system creates barriers to   
    community living.

 - Federal and state regulations and provider policies  
   and procedures create a “Catch 22” system that   
   favors more costly services in isolated, congregate  
   settings.
 - The lack of community services and supports prevents  
   people living in facilities from coming out, even though  
   they have said they want out and they have a right to  
   come out.
 - Community housing and transportation are 
   inaccessible and not widely available.
 - Relevant stakeholders are largely unaware of  
     available resources and opportunities that do exist.
 - There is no unifying vision across agencies, programs,  
   and services.

What are we doing well?

Participants noted positive aspects of West Virginia which 
provide a foundation on which future efforts can be built: 
 - Due to its small population, West Virginia has open  
   lines of communication relative to other states;
 - Advocates and state agency representatives have  
   forged strong partnerships; 
 - People are increasingly uncomfortable with the status  
   quo and are advocating for systems change;
 - Many stakeholders are actively collaborating and are  
   passionate about what they do.
 
Participants also reported specific activities and progress 
made in West Virginia in recent years.
 1. People with disabilities in West Virginia now have  
    greater choice of providers due to recent revisions 
    in state policies regarding licensing of service 
    providers.  Previously, provider availability was 
    limited due to a certificate of need process that   
        restricted the entry of new providers.
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 2. The Bureau of Senior Services recently eliminated  
     potential for conflict of interest in determining 
     eligibility for Aged & Disabled Waiver services by  
     awarding a contract for pre-admission screening  
     to an independent agency.  Previously, screenings  
     were conducted by case management agencies, some  
     of which also provided direct services.
 3. People with disabilities in West Virginia have 
     increased opportunities for self-direction.  
     Participants in the Aged & Disabled Waiver program  
     can now act as their own case manager.  Through 
     the C-PASS grant, the Bureau of Senior Services  
     and the Bureau for Medical Services are 
     developing a self-directed option within the 
     Aged & Disabled Waiver program.  Representatives  
     of the Office of Behavioral Health Services are  
     interested in potential application of this model 
     for individuals participating in the Mental 
     Retardation/Developmental Disabilities Waiver 
     program.
 4. The Self-Determination Initiative is pursuing 
     systems issues on behalf of people with disabilities  
     in West Virginia and has conducted a variety of 
     collaborative activities.

These examples are just a few of the many positive 
activities happening in West Virginia.  Each organization 
represented could easily generate a list of activities and 
accomplishments within its respective sphere of influence.  

At the end of the first day’s activities participants were 
asked to describe how they felt about the process.  
Participants used descriptors such as: 

In the evening, planners and participants spoke with Dave 

Hasbury about the process and the progress being made 
by the group.  “While pleased with the overall experience, 
several people expressed concern that urgent issues had not 
risen to the forefront in the discussion.”  Dave Hasbury 
suggested the use of the PATH (Planning Alternative 
Tomorrows with Hope) process to refocus the group’s 
attention on current realities as experienced by people 
with disabilities.  
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WHAT IS URGENT AND IN NEED OF OUR IMMEDIATE ATTENTION?

“We are relying on government supports and regulations rather than communities.” 

“We’re waiting for someone else to do something.”
        Participants

Throughout the process, the perspectives of individuals 
with disabilities and their families kept participants 
grounded on what really matters.  Participants began the 
second day with renewed sense of purpose beginning with a 
discussion of urgent issues in need of immediate attention.  
The following summarizes participants’ concerns.  

Current Reality

 - People with disabilities and long-term care needs are  
   devalued in our society.
 -The devaluing of people with disabilities and long-term  
   care needs and their apparent frailty causes them to  
   be “warehoused” in large congregate settings and   
   removed from the community.

 - The practice of isolation is supported by federal 
    and state regulations, provider practices, societal  
    attitudes, and market conditions.
 - Agencies and providers decide who receives what   
   services, when, where, and under what circumstances.
 - Removal of people with disabilities and long-term care  
   needs from the community robs the community of  
   their experiences, contributions, and inherent value.
 - Isolation of people in segregated settings feels to  
   them like being sentenced to prison where they   
   experience an emotional, spiritual, and often times,  
   physical death.
   



18

 WHAT CAN WE DO TOGETHER?

“We are confronted with insurmountable opportunities.”
       Pogo

 “Our challenge is to enable ourselves and others to enter a culture of life, a process that increasingly brings meaning to 
the human condition, instills hope, and establishes a process toward companionship.”

          John McGee

With renewed attention to urgent issues, participants 
were asked to consider what they could do together to 
foster the creation of inclusive communities in West 
Virginia.  Participants generated an extensive list of possible 
actions, from readily-achievable actions to more long-term 
efforts requiring additional resources.  Some of these 
actions focus on desired changes in the current system of 
services and supports.  Other actions were more general, 
calling for broad-based collaboration with action directed 
at the systems and community levels.

Specific Systems Change Activities

 - Commit to eliminating the waiting list for Medicaid  
   Home and Community-Based Services and prioritize  
   individuals currently on the waiting lists based on   
   individual level of need;
 - Increase efforts to inform people with disabilities  
   and their families of their rights and the grievance  
   process;
 - Engage in data based decision-making, for example  
   develop service growth and cost projections based on  
   the aging baby boom generation;
 - Obtain quantitative and anecdotal data on the extent  
   of unmet need for services, such as the discrepancy  
   between service authorization and service utilization;
 - Develop and implement nursing home diversion and  
   transition strategies and resources;

 - Develop and implement strategies and resources to  
   prevent out-of-state placements;
 - Increase the portability and flexibility of personal  
   assistance services and supports;
 - Develop and implement polices to allow money to   
   follow the person; 
 - Develop policies to hold service providers 
   accountable for the outcomes of individual program  
   support plans;
 - Review and revise policies and practices to promote  
   self-determination;
 - Create a program and financing to promote home   
   ownership;
 - Establish a complaint hotline such as Care Call; 
 - Carry over best ideas from both Waiver programs  
   into the other, for instance amending the Aged &   
   Disabled Waiver program to include respite services;  
   and
 - Mandate service providers to be proactive in   
   providing services and supports to people with   
   disabilities and long-term care needs.

General Activities

 - Take this on the road, going where the people are  
   and building momentum;
 - Clarify and value respective roles (advocates, policy- 
   makers, regulators);
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 - Support development and implementation of a   
   comprehensive Olmstead Plan;
 - Apply to the Robert Wood Johnson Foundation for a  
   Cash & Counseling grant; 
 - Support passage of WV-MiCASSA legislation;
 - Write a grant proposal to get computers to build a  
    network of self-advocates;
 - Endorse the Self-Determination Imperative; 
 - Use the Self-Determination Initiative CD to educate  
   and promote awareness;
 - Meet with nursing home industry and associations,  
   provide technical assistance;
 - Conduct education and training around self-  
   direction;
 - Develop a 10-minute video describing the vision and  
   MAP;
 - Develop presentations for people to use with their  
   agencies;
 - Prepare a media blitz on awareness issues;
 - Publicize best practices and personal success   
   stories;
 - Educate the general public about value of direct   
   support workforce;
 - Pair people with disabilities with legislators;
 - Use the existing nursing home video with legislators;
 - Build on the Fair Shake Network and other 
   grassroots organizations;
 - Organize a campaign for voter registration and get  
   out the vote for people with disabilities;

 - Conduct a rally in the Capitol with a disability 
   platform and agenda;
 - Plan and provide collaborative training for providers  
   so they understand resources;
 - Look internally into our own organizations to identify  
   resources that can be shared;
 - Train city councils and city managers on disability  
   awareness and methods and money for improving   
   accessibility of communities;
 - Practice what we preach - stop the personal attacks  
   & public humiliation for using incorrect terminology;
 - Promote what we did here… not criticizing the 
   process…not dwelling on shortcomings;
 - Involve more individuals with disabilities and their  
   families;
 - Include community action groups and more housing  
   groups; 
 - Include institutions (nursing facilities) in future   
   meetings; 
 - Have monthly conference calls;
 - Establish a chat room or discussion board; and
 - Revisit past commitments.
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WHAT WILL WE DO TOGETHER?

“Believing in a person-centered or family-centered system of supports means more than just changing the language or 
“shifting the paradigm” – we will begin a social revolution and a fundamental restructuring of the system.”

               Thomas Nerney, et al

“Model communities are into caring, not care.”
      Lee Bezanson

Action Planning Teams

In small groups, participants selected actions to which 
they would commit themselves and/or their organizations.  
These actions are listed below. 
 1. Promote public awareness and support of inclusive  
     communities through publicizing success stories
 2. Promote legislative awareness and support of   
    inclusive communities through legislative advocacy
 3. Promote collaboration between and among 
     stakeholders through organizational resource 
     sharing
 4. Promote knowledge, skills, and abilities of 
     stakeholders by providing collaborative training
 5. Promote opportunities for individual choice and 
    control through development of self-directed 
    service models 
 6. Promote efforts aimed at addressing the 
     institutional bias in Medicaid by rebalancing 
     the system 

Participants signed up for action planning teams based on 
their particular areas of interest and the amount of time 
they felt they could devote to the effort.  Team members 
are listed in Appendix B.   

Action Plans

Team members agreed to contact one another in the 
weeks and months that followed to plan additional action 
steps.  Four of the six teams took the initiative to begin 
planning immediately.  These four teams identified the 
following action steps that they would work on together:

Publicizing Success Stories (Anti-Stigma Campaign)
 1. Review what’s already available
 2. Discuss successes
 3. Meet on conference call
 4. Coordinate activities with West Virginia’s Self-  
     Determination Initiative
 5. Develop a listserv
 6. Invite media involvement

Legislative Advocacy 
 1. Identify persons with disabilities to connect with  
    legislators
 2. Identify legislative allies
 3. Educate legislators on disability issues
 4. Develop “Share a Day with a Legislator” fact sheet
 5. Convene joint meeting of legislative advocacy groups  
    for strategic planning

Self-Directed Service Models
 1. Add interested participants to the C-PASS   
    Advisory Board
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 2. Add interested participants to the C-PASS Listserv
 3. Disseminate information to participants on Cash &  
     Counseling
 4. Involve participants in development of a Cash &   
     Counseling proposal

Rebalancing the System
 1. Disseminate draft of WV-MiCASSA legislation
 2. Meet with Senators and Delegates regarding 
     WV-MiCASSA
 3. Review information on CMS and HCBS websites   
     regarding Money Follows the Person 
 4. Review activities in other states, including Texas  
     Rider 37
 5. Consult with Bureau for Medical Services financial  
     staff
 6. Coordinate activities with the West Virginia Self- 
     Determination Initiative
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 HOW WILL THIS BE DIFFERENT?

“Action builds trust, which paves the way for further action.”
       Dave Hasbury

Commitments to the Process

Participants demonstrated commitment to continuing the 
process of Finding Common Ground, involving others in 
the process, planning specific actions, and reporting on 
actions taken.  Some of the specific commitments made 
include:
 - Publishing a written report of activities and   
   opportunities;
 - Sending a letter to agency heads informing them of  
   activities and seeking their support and involvement;
 - Inviting other stakeholders to become involved in  
   future events and activities; 
 - Establishing timelines for activities; and 
 - Following through with the action plans.
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REFLECTIONS AND FUTURE DIRECTIONS
 

“We didn’t know where we were going before.  We had not had a vision.  That was the missing piece.
It was great to bring us all together.  We hadn’t all met like this before.”

            Participant

 “We must become new people, no longer underestimating the potentials we have for changing…
and thus no longer fulfilling the prophecy of no change.”

            Jan Nisbet

Reflections and Future Directions

Following the event, participants were asked a series of 
questions designed to solicit their opinions about Finding 
Common Ground: Creating Inclusive Communities.  Their 
responses, summarized in Appendix C, reflect a genuine 
appreciation for the opportunity to come together with 
other stakeholders, suggestions for future activities, and a 
commitment to the process of continued collaboration. 

Lee Bezanson provided some much-needed perspective for 
the group.  Lee commended participants for coming together.  
She noted many parallels between the group’s activities 
and the titles of The Americans with Disabilities Act 
(Employment, Public Services, Public Accommodations, 
Telecommunications, and Miscellaneous).  Lee encouraged 
planners and participants to reach out to stakeholders 
involved in facility-based and provider-based service 
delivery, such as nursing home administrators and home 
health providers, in order to develop “win/win” scenarios and 
exit strategies.  Lee talked about the need to harness the 
political influence of people with disabilities, the largest 
minority group.  She suggested the development of 
interagency agreements with terms and conditions that 
transcend political administrations.  Lee also suggested that 

it may be beneficial for West Virginia to partner with 
people in similar states, such as New Hampshire, who share 
the ideals of community inclusion.  Lee was pleased with 
participants’ focus on the present and future, and she 
commended participants for avoiding the temptation to 
engage in lamenting and blaming.

Reflecting on the process, several general observations 
may be made:
 1. There is tremendous value in engaging stakeholders  
     in meaningful dialogue about promoting community  
     inclusion.  The overwhelming majority of participants  
     were excited, energized, and motivated to act in  
     collaboration with like-minded individuals.
 2. Those who would seek to effect change must begin 
     the process by acknowledging the current realities  
     faced by individuals with disabilities and their 
     families.  Promoting community inclusion requires an  
     understanding and appreciation of individuals and  
     the communities in which they live.
 3. To effect change, stakeholders must first recognize  
     and confront the roles which systems and 
     communities play in perpetuating the realities 
     experienced by people with disabilities.  Systems of  
     paid services and supports often interfere with   
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     naturally occurring community supports, further   
     separating people with disabilities from their 
     community.  
 4. While attention must be directed towards systems  
     change, attention must also be drawn to the broader 
     web of relationships experienced by individuals in
     their communities.  Changes in the systems of care  
        or services must be accompanied by changes in 
     communities and individuals.

Looking to the future, West Virginia is expanding its 
efforts in Finding Common Ground.   Plans are underway 
for continued stakeholder meetings and provision of 
additional technical assistance to action planning teams.  
Future meetings will provide opportunities for 
stakeholders to address important topics, such as:
 - Sustaining collaboration between and among 
    stakeholders;
 - Expanding opportunities for others to participate in  
   the process;
 - Coordinating activities with other disability-related  
   initiatives;
 - Revisiting possible activities stakeholders can work  
   on together to address issues of urgency; and
 - Looking beyond systems change to the challenge of  
   promoting inclusive communities. 

Interested parties are encouraged to contact the Center 
for Excellence in Disabilities or any of the other agencies 
and organizations listed in this report.  A list of recommend-
ed readings on community building, model communities, and 
community inclusion, is included in Appendix D.  

The staff of the Center for Excellence in Disabilities 
gratefully acknowledge the opportunity to play a role in Finding 

Common Ground: Creating Inclusive Communities.

Center for Excellence in Disabilities
955 Hartman Run Road

Morgantown, WV  26505
304-293-4692

Fax: 304-293-7294
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Appendix B
Action Planning Teams 

Publicizing Success Stories (Anti-Stigma Campaign)
Barbara Edmonds, Amy Thomas, Ann Meadows, Scott Miller, 
Dr. Sherry Shuman, Cindy Spinks, Steve Wiseman

Legislative Advocacy
Ann Meadows, Sally Burchfiel, Jan Derry, Mickey Finn, 
Bonnie Greathouse, Scott Miller, Bob Peck, 
Dr. Sherry Shuman, Cindy Spinks, Steve Wiseman

Organizational Resource Sharing
Barbara Edmonds, Marc Canaday, Jeanne Grimm, 
Donna Martino, Larry Medley, Helen Panzironi, 
Rowena Sizemore, Jeff Werner, Jim Womeldorff

Collaborative Training
Amy Thomas, Sally Burchfiel, Ruth Burgess, Marc Canaday, 
Jan Derry, Barbara Edmonds, Ken Ervin, Mickey Finn, 
Jeanne Grimm, David Horvath, Tina Maher, Helen Panzironi, 
Julie Shelton, Cindy Spinks, Linda Sovine, LuAnn Summers, 
Jim Womeldorff

Self-Directed Service Models (Cash & Counseling)
David Horvath, Cece Brown, Sally Burchfiel, Ruth Burgess, 
Marc Canaday, Mickey Finn, Julie Shelton, Rowena Sizemore, 
Cindy Spinks, Helen Panzironi, Ruth Ware

Rebalancing the System (WV-MiCASSA  and Money Follows 
the Person)
Helen Panzironi, Ken Ervin, Mickey Finn, Bonnie Greathouse, 
Ann Meadows, Linda Sovine, Susanne Taylor, Steve Wiseman

  * First individual identified is the contact person
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 Appendix C
Summary of Participant Evaluations 

Who else would you like to see participate in future events 
of this nature?
 - The Arc
 - Legislators
 - Senior centers
 - Providers, including behavioral health centers, 
   nursing homes, hospitals, insurance companies
 - Broader range of persons with disabilities
 - People with disabilities who are not agency and   
     organization staff members 

What was/were the best aspects of the event?
 - Building networking relationships in a safe    
   atmosphere
 - The positive interaction of such a varied group and  
   the visual picture drawn by our comments through the  
   facilitator
 - The personal/professional impact of having a bigger  
    view
 - Networking, collaboration, and actually finding some  
   common ground
 - Opportunity to plan actions to address issues of 
   importance

What aspects of the event could have been improved?
 - The method for selecting priorities overlooked some  
   important areas.
 - More time for specific action planning
 - Creating a baseline of where we are now and the 
   status of current projects and efforts would save 
   action planning teams time and effort
 - Greater representation of individuals with psychiatric  
   disabilities

As a result of this event what, if anything, will you do 
differently?
 - Take advantage of new contacts and connections
 - I’ll be more aware and use what I’ve learned in a 
   positive manner
 - I will be less inhibited about working with other   
   people and agencies
 - Continue positive/growth oriented collaboration
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 Appendix D
 Recommended Readings

An Affirmation of Community: A Revolution of Vision and 
Goals Creating a Community to Support All People Including 
Those with Disabilities – Paper by Thomas Nerney and Richard
F. Crowley with Bruce Kappel; Includes Vision, Goals, Principles 
for Action; and Strategies. http://www.northwestern.edu/
ipr/publications/community/century.html

Beyond Incremental Change: The Challenge of Inclusion – 
Community Living Brief by Lee Bezanson; Includes historical 
perspective and discussion of a new model for community 
inclusion. http://www.northwestern.edu/ipr/publications/
community/century.html

A Brief Overview of The Three Model Community Projects – 
Information on Three Model Community Projects 
http://www.uconnced.org/real/BRIEF%20OVERVIEW%20
OF%20THE%20THREE%20MODEL%20COMMUNITY%20
PROJECTS.pdf funded through the Connecticut Real Choice 
grant http://www.uconnced.org/real/realhome.htm

Community Building in Logan Square: How a Community Grew 
Stronger with the Contributions of People with Disabilities – 
Paper describing how a neighborhood in Chicago identified 
isolated residents and introduced them to community groups 
based on their talents and gifts. http://www.hcbs.org/files/
22/1064/logansq.pdf

A Guide to Building Community Membership for Older Adults 
with Disabilities – Guide written by Jane Harlan, Jennie Todd 
and Peggy Holtz, Institute for the Study of Developmental 
Disabilities, UAP of Indiana; Available through the Training 
Resource Network, Inc. http://www.trninc.com

L.I.F.E. for People with Disabilities in the Fox Cities – Infor-
mation on Local Indicators For Excellence in the Fox Cities, 
Wisconsin, http://www.foxcitieslifestudy.org including LIFE 
indicators for people with disabilities http://www.foxcities-
lifestudy.org/Disability.pdf

Littleton, New Hampshire Model Community Project - Infor-
mation on the Littleton, New Hampshire Model Community 
Project including: What is a Model Community? Awareness and 
Etiquette; Individuals & Families; Businesses & Organizations; 
Accessibility Survey; News; and More http://www.golittleton.
com/modelcommunity

Model Communities: An Informal Discussion Among States 
– Report of a gathering of stakeholders promoting model 
communities in six states (Texas, New Hampshire, Florida, 
Connecticut, Idaho, and Colorado) coordinated by the Commu-
nity Living Exchange Collaborative at ILRU  http://www.hcbs.
org/files/16/787/ModelCommunitiesFinalReport.pdf
  
Part of the Community: Strategies for Including Everyone 
– Book written by Jan Nisbet and David Hagner, Institute on 
Disability, University of New Hampshire; Available through 
Paul H. Brookes Publishing Co. www.brookespublishing.com

Policy, Program Evaluation, and Research in Disability: Com-
munity Support for All – Book written by Julie Ann Racino, 
Community and Policy Studies; Available through the Haworth 
Press, Inc.


