
Strengthening the Voices of People with Disabilities 

History and Mission.

The Disability Policy Consortium, Inc is the only statewide, cross-disability organization active in Massachusetts. We define ourselves publicly as ‘redefining government as it affects the lives of people with disabilities’.

The Disability Policy Consortium’s mission is to work as partners in public policy to ensure that programs and services enables this constituency to participate in the political, economic and social mainstream of the Commonwealth. 

The Disability Policy Consortium will celebrate its 10th anniversary in 2006.  Ten years ago Governor William Weld attempted to merge the three state Commissions serving people with disabilities (Massachusetts Commission for the Blind, Massachusetts Rehabilitation Commission, and the Massachusetts Commission for the Deaf and Hard of Hearing).  The leadership of disability groups and constituencies organized a response to defeat the proposal.  
The ability to influence public policy has developed in both legislative and executive branch forums.   The DPC has been an important voice on Beacon Hill supporting increases in budgets for services for people who are deaf-blind, receive independent living services, deaf and hard of hearing services, Turning 22, homemaker services, and for reform of long term care by supporting the transition from institutional settings to community-based services.  In recent lean budget years, the DPC has been successful in making sure the Governor’s vetoes are overridden.  Now, as a founding member of the Olmstead Legislative Working Group, the DPC is able to work with legislators and agency personnel to identify fiscal priorities before budget discussions begin in earnest.

A short list of activities from 2005-06 will illustrate the range of issues the Disability Policy Consortium has undertaken. 
	• Issued the State House Accessibility Review and Evaluation report as a way of prioritizing concerns compliance with the Americans with Disabilities Act.  This report led directly to increased appropriations for renovations, training, and communication access funding for deaf and hard-of-hearing citizens.

Contracted with Mass. Office on Disability to create video-based customer service training materials.
	• Organized an Olmstead Legislative Working Group of committed legislators and community-based advocates to focus on long term supports in the least restrictive setting.

Home and community-based services for people with adult-onset disabilities
 -- Successful appropriation of $120,000 to study needs of people with adult-onset disorders

  -- Success in earmarking $150,000 to commence adult onset planning within EOHHS.
	• Organized the visually impaired community to respond to a proposal to change the commonwealth’s information technology platform which could have resulted in hardship and unemployment for people who are blind. .  
This work led to Massachusetts delaying implementation and caused the Open Source community world-wide to direct resources to meet accessibility standards.




Goals, objectives, and program design and implementation plan.
People with disabilities continue to be absent from health care planning forums.  Dental and eyeglass benefits were restored in July 06 and people with disabilities are still thrilled. However, while other advocates were negotiating health care reform (Chapter 58), people who are deaf were lobbying for hearing- aid coverage and people who are blind were asking for a talking prescription bottle to reduce prescription errors.  Both benefits were buried by the Health Care Reform Bill until 2008.  
Goal:
To represent disability issues in health care planning, financing and service delivery in the Commonwealth of Massachusetts

· with the Commonwealth Connector Board.

· before legislative committees and public hearings before administrative agencies.

· in forums sponsored by private organizations and associations.

The DPC proposes to establish a high level position to monitor the work of the Connector and represent people with disabilities as discussions progress on modifying Commonwealth Care, MassHealth and CommonHealth.  We propose to utilize our networks among the independent living centers, the deaf, deaf-blind, and blind communities, with the mental health and intellectually disabled advocates.  We will provide quality training to a cross-section of the disability communities from geographically diverse areas. 

Partners and Colleagues:  Trainees will be recruited from 11 independent living centers, 11 deaf and hard of hearing independent living programs (including DEAF, Inc), Work, Inc., Massachusetts State Association of the Deaf, M-Power (representing psyche-survivors),  Bay State Council of the Blind, a new association of adult onset disability organizations, Massachusetts Office on Disability, and other disability groups within the DPC network.

The DPC will also work with the Greater Boston Interfaith Organization on outreach and training.  This work will benefit both organizations.  The DPC will gain from GBIO’s experience with such tools as the Family Budget Worksheet to test health care affordability.  GBIO will gain a deeper understanding of the issues facing people with disabilities by working on agendas of common interest such as community-based long-term care..
Organizational Focus:

The Disability Policy Consortium will focus the project on three sectors of the disability community where the impact of health care reform will have the most positive or negative affect:

· Partnering  with Massachusetts State Association of  the Deaf
The Deaf and Hard of Hearing community has a higher employment rate than people with other disabilities - the unemployment rate may range as high as 60% - 70%.  However, this community has a very high rate of under-employment directly related to their deafness.  This places them as a primary target of the health care reform bill but their cultural isolation may affect their knowledge of the program and their ability to participate.
· Partnering with M-Power  

The mental health activist community remains extremely concerns that the behavioral health carve-out is not lost as the process of health care reform continues.  In addition, access to health care is often characterized by discriminatory behavior on the part of health care providers.
· Partnering with Work, Inc.  

People with disabilities have a general unemployment rate of 70%.  Those who are both able to work to find a job are often relegated to low-paying, back room jobs.  They may make enough money to put them over MassHealth enrollment yet not enough money to pay for commercial insurance premiums.  This is a group that will not be in the first round of Commonwealth Care enrollees without direct communication.

Objectives:

· Recruit
 a qualified health planner/organizer (with a disability) to be the Project Coordinator 

· Recruit and train 2 planning assistants to be Project Analysts to engage in field research and organizing, in conjunction with other grassroots organizations

· Develop a Disability Perspective on Health Care Reform as a policy tool to evaluate the impact of changes for people with disabilities

· Train people with disabilities on how to 

· assess health care reform changes on disability health care

· advocate for changes important to people with disabilities

· Educate the broader community on issues of health, disability and costs to the Commonwealth

Outcomes:  

1. Train 20 people with disabilities on the current issues of importance in health care including coverage, benefits, rates, etc being set by the Connector, issues of long term support and long term care insurance as they develop,  monitor the mental health carve out to maintain stability in the behavioral health sector, ADA accessibility issues. Think about putting bullets here
· Deaf or Hard of Hearing  individuals

· mental health or psych-survivors

· DPC members with disabilities other than the above
· Organize and prepare testimony for Connector meeting
· Organize and prepare testimony for legislative hearings 

2. Work specifically with a job placement agency for people with disabilities (Work, Inc)  to review its employees level of health care coverage, sources of health care information, type of information on health care that is useful, and individual-specific information on health.
3. Write and publish a short monograph summarizing Disability Perspectives on Health Care Reform. 

4. Develop a Disability Health Care Highlights publication (similar to the current Emergency Preparedness and People with Disabilities) for regular distribution  to the DPC electronic list service of 200 members with links to the independent living center network (350) and the deaf and hard of hearing list (1000+).
Membership Outcomes:

The Disability Policy Consortium will use the outreach under this project to broaden our statewide membership base. We anticipate rolling out a new web-site with a new electronic list server and forum components by the end of the calendar year.  We will move from the anonymous participation allowed through Yahoo Groups where people are known only by their screen names to a system where membership can be validated by multiple means.  All participants will be asked to formally join the DPC.

Target Population
General

The DPC is a statewide organization that appreciates our limitations representing everyone with disabilities.  However because of our perspective and our alliances with service agencies and advocacy organizations, we are in a unique position to reach people with disabilities in many corners of the Commonwealth.

People with disabilities compose 19% of the Massachusetts’ population.  In some census tracts the numbers reach 35%.  
Massachusetts is enriched with myriad community-based services and programs that benefit not only persons with disabilities, but also its elderly population, children, low-income citizens, as well as some 6,000 homeless individuals.  These programs serve over 800,000 non-institutionalized adults with disabilities.  More than 200,000 individuals with physical disabilities require assistance with daily personal care.  

Approximately 600,000 individuals with disabilities do not need assistance or services from the Commonwealth.  The health care they require is essential for them to live successfully and independently and this care is often not tailored or appropriate for people whose disabilities do not put limitations on their activities.
 
People with disabilities live similar lives as their able-bodied counterparts.  They possess the same aspirations in pursuing a college education, career, starting a family, buying a home, funding their children’s college education, purchasing a vehicle and having opportunities to succeed in every aspect of daily life.  
However, people with disabilities remain the forgotten and ignored minority. 

Project:

The Voices project will focus primarily on three groups: 

· We will work with Massachusetts State Association of the Deaf to reach deaf and hard of hearing individuals.

· M-Power will partner to address the concern and activate the voices of people with mental health disabilities.

· Work, Inc. will help us methodologies, tool and marketing material to help determine the continuing health care needs of a group of working people with disabilities.

Greater Boston Interfaith Organization has agreed to assist the DPC with the development of materials, outreach, and advocacy.
Foundation's Funding Priorities
Sixteen years after the Americans with Disabilities Act was passed:

· People working on Work Inc, Inc. job sites lost Mass Health benefits in 2002-2003 that have not yet been restored

· Hospitals are turning to contracting for American Sign Language interpreters that removes the element of choice for Deaf individuals.  This can be a violation of privacy.  The example given was a woman’s gynecological examination with a male interpreter.

· Even with insurance, it may be easier to have a tire on your wheelchair replaced with one phone call and a $35 check rather than get a prescription from primary care, schedule an appointment at area hospital for wheelchair clinic, and go back to the clinic for installation. This could take a month or more. That would also mean that each stop would cost $15 in co-pays.
· Many hospitals and health centers do not meet ADA requirements for accessible examining tables, mammography, or radiology labs. 

· Psychiatric-survivors may be subject to strip searches and other violations of privacy in emergency care settings.
· People are denied access to information and services solely on the basis of the categorical definition of their disability.

· Hospitals, clinics and private practitioners are often intimidated by people with intellectual disabilities

· The psych-survivor community is outraged by emergency rooms where people with mental illness are being forcibly strip-searched.

The Disability Policy Consortium, representing a broad spectrum of the disability community, firmly believes these are issues of Access for people with disabilities.  We need to develop that Voice.
Organization and staff
The Disability Policy Consortium was established 10 years ago and incorporated as a 501c3 five years ago.   The Board of Directors currently has fifteen (15) people, fourteen (14) are people with an array of disabilities.  We attempt to maintain a disability, ethnic, and geographically diverse group.  The Board meets monthly with an attendance averaging 85%.
Members attending the monthly DPC meetings often conclude the meeting during the legislative session by visiting key legislators on legislative and budget.  The membership meetings are held in the State House as well as conference call access for people who can not be there in person.  The DPC also provides legislative advocacy training and technical assistance to other disability organizations.  
The DPC maintains an electronic list serve for information distribution to individuals and other disability-specific lists.  We also have an electronic list for communicating with federal and state legislators.  The DPC recognizes that many in our membership are not computer savvy so we began mailing a monthly DPC Update to these people.
Executive Director: William F. Allan brings 35 years of experience in human services and community development as a community organizer, both in volunteer and paid positions.  He has experience in the private sector where he worked as a software engineer for 20 years. Mr. Allan has worked both on the local level in his community, creating the Hyde Square Task Force that now supports over  a thousand young people and their families as well as creating the Mission Hill Health Movement that monitors health care policy in that neighborhood.  He has been actively involved with both The Arc of Massachusetts and the Disability Policy Consortium. 

Legislative Consultant: Mary Lou Maloney has served as the organizing force behind the DPC since 1996.  Mary Lou has extensive experience in human service public policy as a former executive director of The Arc of Massachusetts and the Arc’s major presence on Beacon Hill for more than 15 years.  Ms. Maloney has extensive contacts throughout the executive branch of Massachusetts’ government as well as with the Legislature. Ms. Maloney was also instrumental in the creation of the Bureau of Transitional Planning at the Executive Office of Health and Human Services, the Waiting List project at the Department of Mental Retardation that lead to the Boulet settlement and the creation of the Deaf Blind Community Access Network. 
Legal Consultant: Ed Berkin, Esq. joined the DPC in 2006 as a pro-bono legal advocate and is currently working with us on a series of specific Americans with Disabilities Act complaints as well as formulating a long term strategy for legal advocacy.

ADA Coordinator:  The DPC is currently recruiting for a part time consultant to act on ADA enforcement.

ADA Web Consultant:  our successful work on Open Documents transition in Massachusetts we are preparing to launch a review of public and private web sites to measure accessibility.
Culturally competent care, Collaborative problem solving, Outreach and Consumer Involvement
The organization tries to balance geographic, ethnic and gender participation and must also maintain a cross-section of the disability community.   Diversity – the ability to represent multiple disabilities is a key to the effectiveness of the DPC.  Equally important is the need to bring people on board who are strong advocates on a range of disability issues.  

The DPC is a small organization with a large mission.  We depend on other organizations for local community-building and outreach. 

We work collaboratively with the Statewide Independent Living Centers (SILC) under a contract with them to provide leadership, training, and advocacy on legislative and administrative issues.  There are 11 independent living centers in Massachusetts who are members of the SILC.   

During 2006 we worked closely with the Massachusetts State Association for the Deaf (MSAD) to establish principles and funding for Communication Access accommodations in the legislative process.  We also worked with MSAD leadership to establish clear and enforceable violations of the ADA in case the legislative advocacy was not sufficient.

The Massachusetts Office on Disability provides technical assistance and information to Disability Commissions in many cities and towns.  We work closely with MOD staff and attend regional meetings of Commission members. We have begun jointly planning a statewide conference on emergency services with MOD and two other organizations.

The DPC has been a major contributor to six conferences under the title “The Olmstead Challenge: Altering Accepted Practices”.  These events, jointly sponsored with the Disability Law Center, The Arc of Massachusetts, many Independent Living Centers, and other organization have been the springboard for change in MassHealth policy on long term supports, protection for CommonHealth, and advocacy on housing.  We are currently working on a statewide conference on Emergency Planning.

Community-wide strategies for Health Care.

Health care is an important area that the disability community has not had the resources to represent its interests during the recent debates on health care reform.  The Disability Policy Consortium has faithfully attended the Health Care for All/Mass Law Reform’s MassHealth Defenders meetings.  We organized a small group of CommonHealth subscribers with a unique outreach program using 5 of the state’s para-transit systems including the MBTA’s  The Ride with a small grant from the Haymarket People’s Fund.

The health care focus for many in the disability community remains a full implementation of the Olmstead Supreme Court decision (1999) in Massachusetts.  The waste of Medicaid dollars on institutional care for people who want to and are able to remain in their homes with community-based services has been a major investment for the DPC.  We worked with Rep. James Marzilli to establish the Olmstead Legislative Working Group as an informal forum of advocates and legislators to develop policy initiative on these issues.  The DPC was an active supporter of Massachusetts Home Care’s Equal Choice legislation that passed in 2006 and an early supporter of the Workforce Council for personal care attendants.
Methodology & Evaluation 
	Objective
	Methodology
	Outcomes
	Evaluative

	Train 20 people
	
	
	

	          MSAD
	Articles in MSAD newspaper

Distribution to MSAD, DPC & other electronic lists

3 general meetings sessions (east, central, west)
	Recruit 5 individuals
	number of people attending

feedback from electronic distributions and 

general meetings

testimony delivered before public bodies 

	        M-Power
	Articles in M-Power News

Participate in M-Power meetings (east, central)

& mental health conferences

Electronic distribution to M-Power & DPC lists.


	Recruit 5 individuals
	number of people attending

feedback from electronic distributions and 

general meetings

testimony delivered before public bodies 

	        Work, Inc.
	After-work group meetings at 3 work sites to develop materials

Develop sample questionnaire with Work, Inc 

Administer questionnaire in writing. 
	Recruit 3

individuals
	Number of people attending

2. feedback from electronic distributions and 

general meetings

3. testimony delivered before public bodies 

	          Others
	Articles in DPC Update and on DPC electronic list server

Participants in monthly DPC meetings. MOD’s  meetings with disability commissions, Independent Living Centers network, Bay State Council of the Blind

	Recruit 7 

individuals
	number of people attending

feedback from electronic distributions and 

general meetings

testimony delivered before public bodies 

	
	
	
	

	Disability Perspectives on Health Care Reform 
	Derived from responses to questionnaires at meeting and distributed to electronic lists
	Collect,

Write, &

Edit
	Publication

	Disability Health Care Highlights
	Timely distributions on topics 
	Write
	Publication


Sustainability:  The tools developed will be used by the DPC with other disabilities constituencies.  Ongoing sustainability of a focused, expert voice for people with disabilities on health care will depend upon the recognition of its importance by the philanthropic community.
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