THE COUNCIL ON DEVELOPMENTAL DISABILITIES

The Council on Developmental Disabilities is a Governor-appointed body of people with disabilities, family members and professionals who work together to promote the full inclusion of people with disabilities in community life.  First established by Governor Thomas Meskill in 1971, the CT Council is currently authorized and funded by the federal Developmental Disabilities Assistance and Bill of Rights Act of 2000.  The CT Council receives a fixed amount of federal funds each year and maintains an office with 3 staff members.  The CT Council engages in advocacy, capacity building and systems change activities on behalf of people with developmental disabilities, their families and their communities.  The Council speaks out on issues; educates communities, policymakers and service providers; and funds initiatives designed to create opportunities for inclusion in community life, reduce dependence on government services and restore citizen control over programs.

CONTACTING THE COUNCIL

Connecticut Council on Developmental Disabilities 

460 Capitol Avenue

Hartford, CT 06106-1308

(860) 418-6160 (voice)

(860) 418-6172 (TTY)

(860) 418-6003 (fax)

1-800-653-1134 (toll free CT only)

www.ct.gov/ctcdd (website)

www/ctcdd.org (blog)

MISSION

The mission of the CT Council on Developmental Disabilities is to promote the full inclusion of all people with disabilities in community life.  Adopted March 13, 1998.

PEOPLE WITH DEVELOPMENTAL DISABILITIES

Developmental disabilities are very severe disabilities that typically are lifelong in duration. The federal Developmental Disabilities Act defines a developmental disability as a severe, chronic disability that - 

· is attributable to a mental or physical impairment or a combination of mental or physical impairments; 

· is manifested before the individual attains age 22; 

· is likely to continue indefinitely; 

· results in substantial functional limitations in three or more of the following areas of major life activity: 

· self-care 

· receptive and expressive language; 

· learning; 

· mobility; 

· self-direction; 

· capacity for independent living; and 

· economic self-sufficiency; and 

· reflects the individual’s need for a combination and sequence of special, interdisciplinary, or generic services, supports, or other assistance that are of lifelong or extended duration and are individually planned and coordinated 

· except that such term, when applied to infants and young children, means individuals from birth to age 9, inclusive, who have substantial developmental delay or specific congenital or acquired conditions with a high probability of resulting in developmental disabilities if services are not provided. 

Highlights of 2006

DD NETWORK

The Connecticut Developmental Disabilities Network (DD Network) was established to provide leadership for implementation of the federal Developmental Disabilities Assistance and Bill of Rights Act. The DD Network included the CT Council on Developmental Disabilities, the Office of Protection and Advocacy and  the A.J. Pappanikou University Center for Excellence (UCE) in Developmental Disabilities at the UCONN Health Center.  These three organizations have a common goal and purpose: the protection and full integration of individuals with developmental and other disabilities into society in a manner that is consistent with the unique strengths, resources, abilities and capabilities of each individual and his or her family.

The CT Council has had an outstanding collaborative relationship with the Office of Protection and Advocacy (P&A) since its inception in 1978 and the University Center for Excellence (UCE) since its inception in 1986.  The CT Council participated in the design and implementation of state legislation that created P&A and led the state in recruiting a university to host the UCE.  The DD Network has routinely collaborated on many issues over the years.  In addition to grant funded collaborations, the following are recent non-grant collaborations: 

A December 6, 2005 forum on Disaster Preparation.  “Lessons Learned:  A Forum on Disaster Preparedness for Persons with Disabilities” was hosted by Northeast Utilities and featured Sandee Winchell, Director, Louisiana Council on Developmental Disabilities, and Marcie Roth, Director, National Spinal Cord Injury Association.  Two hundred (200) emergency planners, first responders, service providers and people with disabilities attend the event.  The Forum resulted in the publishing of Connecticut’s “A Guide For Including People With Disabilities In Disaster Planning” and considerable follow-up at the regional and local level on disaster planning.   

A January 24, 2006 forum was held on “Accessible Housing and Universal Design” and featured Kathy Gips of  Adaptive Environments, Boston, Massachusetts.  The forum was held in the Legislative Office Building and it wasw co-hosted by the General Assembly’s Select Committee on Housing and the Connecticut Chapter of the American Association for Retired Persons.

A March 7, 2006 forum on “Cash and Counseling” was held in the Legislative Office Building.  The forum featured Dianne Kayala, Project Director and Paul Choquette, Project Coordinator, Cash and Counseling, Rhode Island Department of Human Services.  

An April 20, 2006 forum was held in the Legislative Office Building on “In-Home Supports for Children who are Medically Fragile/Technolgy Dependent.”   The forum was co-sponsored by the Connecticut Family Support Council, the President Pro Tempore of the Senate and the Speaker of the House.  The forum featured Carolyn Brennan and Andre Blanchet, Family Lives, Shrewsbury, Massachusetts.  It was the third time Family Lives had been brought to Connecticut to present to policymakers.  The forum was followed up by the Office of the Child Advocate with a presentation on June 12, 2006 by renowned author and disabilities rights advocate, Harriet McBryde Johnson, Esq., and a September 25, 2006 Summit with Robert Williams, Senior Policy Analyst, Association of University Centers on Disabilities and former Commissioner of Administration on Developmental Disabilities.   

On July 26, 2006, the DD Network sponsored a celebration of the 16th anniversary of the Americans with Disabilities Act.  The event was held on the campus of Southern Connecticut State University and the featured speaker was the Lieutenant Governor.  The celebration particularly recognized advocates in the field of mental health.
EXPANDING STATE SERVICES AND SUPPORTS

For nearly three (3) decades the CT Council has been promoting the expansion of state services and supports to all people with developmental disabilities.  In 2002, a report was issued by the Advisory Commission on Services and Supports for Persons with Developmental Disabilities to advise the Commissioner of Mental Retardation concerning the need for services and supports for individuals with developmental disabilities who do not have a condition defined as mental retardation pursuant to section 1-1g of the general statutes, as amended. (Required pursuant to PA 00-135).  The Council supported the participation of 4 parents and a self-advocate on the Advisory Commission and, with DMR, staffed the Commission.  On October 1, 2002, the Commissioners of DMR and the Department of Social Services (DSS) submitted an implementation plan to the General Assembly that called for piloting a model demonstration project of expanded service eligibility and delivery.  The Council supported the CT Autism Spectrum Resource Center (ASRC) to educate and organize agencies and individuals across all disability groups to promote legislative enactment of the Commission's recommendations.  ASRC enabled participation by self-advocates and family members at legislative hearings in 2003.  The CT General Assembly found neither the political will nor funding to expand services and supports.  In 2004, the CT Council joined with the Office of the Child Advocate and parents who have children with disability labels along the autism spectrum to resurrect the recommendations of the Advisory Commission.  In 2005, a budget bill was passed that included $250,000 over 2 years for DMR to implement its “lead agency” responsibility for people with autism.  In 2006, a budget bill was passed that included $1,000,000 over 2 years for Department of Mental Retardation to establish a pilot program to provide coordinated services and support to people with autism spectrum disorders who do not also have mental retardation.  Also in 2006, spurred by People First of Connecticut, Public Act 06-92 (HB 5478), An Act Concerning the Department of Mental Retardation (DMR) passed the Connecticut General Assembly.  People First, whose members are largely people with intellectual disabilities, consider the word “retarded” a slur.  The act required DMR to solicit input regarding a name change for the Department from constituents receiving services provided by the department, advocates of person with mental retardation and other interested parties.  The Council testified in favor of legislation that changed both the name and mission of DMR but submitted a formal recommendation to change DMR’s name to the Department of Developmental Services (DDS).  DMR was  required to submit a report of findings and recommendations, including the cost of any recommended name change, to the Governor, the Office of Policy and Management and the Public Health Committee not later than January 1, 2007.  DMR took many steps to gather input including using the Council’s blog.  DMR’s report recommended changing DMR’s name to the Department of Developmental Services (DDS) without changing its mission.  Although DMR has recently broadened its scope to serve some people with autism, the recommended name change does not represent an attempt to serve a larger population of people with disabilities. The new name would, however, allow future expansion without another name change.


INCLUSIVE COMMUNITIES

In 1986, the CT Council introduced to Connecticut the concepts of building bridges to community associations, circles of support and personal futures planning through a series of workshops with John McKnight, Northwestern University, David Wetherow, Canada, and Beth Mount, Capacity Works, New York.  During 2006, the Council brought John McKnight back to Connecticut with Rosita de La Rosa from Logan Square, Chicago, to promote asset based community development and asset mapping.  The CT Council co-sponsored with the Farmington Village Green and Library Association a presentation by McKnight to 50 community members from the Farmington valley and supported a presentation in Spanish by de La Rosa to 25 parents from Padres Abriendo Puertas, an organization of Latino parents based in Hartford.  In conjunction with these presentations, the CT Council had an initiative with FAVARH, Canton, to connect people with developmental disabilities to community associations. 

IN-HOME SUPPORT

In 2000, with the Office of Protection and Advocacy (P&A), the Council supported the start-up of a Connecticut chapter of ADAPT.  Since then, the Council has had periodic initiatives with ADAPT of CT.  In 2005, the CT Council supported ADAPT of CT to compile a town-by-town list of accessible housing units in 71 of the 169 towns in Connecticut.  In 2006, the CT Council supported ADAPT of CT to promote in-home support and the end to the bias of funding institutions instead of community-based living.  The CT Council’s support for ADAPT of CT enabled meetings with the U.S. Department of Housing and Urban Development (HUD), the Conference of Catholic Bishops,  American Association of Health Plans and members of Connecticut’s Congressional delegation.

INCLUSIVE TRANSPORTATION

Through A.J. Pappanikou University Center for Excellence (UCE) at the UCONN Health Center, and in conjunction with the CT Department of Transportation, the CT Council began a multiyear initiative to achieve accessible, affordable and available transportation that addresses the interests of people with developmental disabilities and other transportation dependent people.  The initiative is using the federal United We Ride initiative to influence Connecticut’s State Action Plan for Coordinating Human Services.  Through this initiative, 145 people from 43 different towns attended 7 transportation forums and 10 people provided in-put by phone.  Four (4) major transportation issues were identified: Community Access, Collaboration, Education and Training, and Safety.  The UCE created a regional map of disability-related dial-a-ride and paratransit and participated on the State Action Plan Work Group.   In 2006, six (6) workshops were held around the state to educate transportation users about existing services.  One-hundred and five (105) people attended the workshops.  Eleven (11) people participated in a train-the-trainers course on disability awareness and safety for transit users with disabilities.   

PUBLIC INFORMATION AND EDUCATION

The CT Council continued a multiyear initiative with CT Public Television (CPTV) to promote the full inclusion of all people with disabilities in community life.  The ten (10) episode half-hour TV series “Able Lives,” produced in conjunction with a dozen partners including the Department of Mental Retardation, Birth To Three and the Department of Education, resulted in huge impressions on self-advocates, families and the general public as measured by the broadcast industry.  This multimedia initiative included the series and series repeats, pre-promotion on CPTV and cptv.org, cross-promotion and vignettes on WNPR radio, and monthly promotion in Connecticut Magazine and What’s On CPTV Guide.  The total gross impressions that individual episodes and supporting TV and radio public education elements accumulated was more than a million viewers per episode.  The industry estimated that about six (6) million viewers were the general public.  Most importantly, “Able Lives” reached 1.2 million 12-17 year olds and the radio ads reached 2 million people aged 35 and older.  “Able Lives” is changing the mindsets of youth, decision-makers, the business community and legislators.   The general public is learning about including people with developmental disabilities and their families in the community.  CPTV was invited to present “Able Lives” in a keynote presentation at the national conference of the National Association of Councils on Developmental Disabilities.  The Americans with Disabilities Act Coalition of Connecticut awarded CPTV its President’s Award.  “Able Lives” has been nominated for a number of New England Emmys.  The CT Council has applied to the U.S. Patent Office to register “Able Lives” as a trademark of the CT Council on Developmental Disabilities.  “Able Lives” is being pursued for use as a brand to identify true community inclusion.

SELF-ADVOCACY, SELF-DETERMINATION AND PARENT SUPPORT

Kids As Self-Advocates (KASA) is a multiyear initiative started by the Council in 2002 with CT Family Voices.  CT KASA is an organization for youth run by youth learning how to be self-advocates.  CT KASA became an in-house Council initiative in 2003 and then moved to the Office of Protection and Advocacy in 2006 which provides in-kind and some financial support.  Peer mentorship is very important.  KASA has 20 members and is gaining about 2 new members per month.  One member serves on the national KASA Advisory Board.  KASA members reflected a strong sense of empowerment and personal growth.  One member auditioned for “Able Lives.”  CT KASA received financial support from the CT Youth Leadership Project (CYLP) in 2004 and CT KASA is exploring becoming a part of CYLP in the future in order to expand its grant writing, financial stability and to pursue its own not-for-profit status.  KASA members expressed a strong desire to learn more about self-advocacy and systems change.  They are committed to the future of KASA.  

The CT Council is empowering parents and developing new parent leaders in an urban area through a multiyear initiative with African Caribbean American Parents of Children with Disabilities (AFCAMP) which created parent education, empowerment, training and advocacy (PEETA) in greater New Haven, particularly with disenfranchised, inner-city African American and Latino parents.  Education, peer support, training and technical assistance have been particularly valuable.  Sixty (60) people were trained.  Eighty one (81) new families were mobilized and leaders emerged.  Parents became involved in influencing faith, generic and special community associations, services and public schools and leaders became members of local, generic community associations, particularly health, welfare and juvenile justice entities.  Sixteen (16) policymakers were educated about families and individuals in greater New Haven, 160 copies of products were distributed and over 500 members of the general public in the urban area of New Haven were reached.  AFCAMP, and parents from Latino communities, were featured in an advocacy segment of “Able Lives.”     

The CT Council began a multiyear initiative with the Disability Advocacy Collaborative to revitalize the disability rights movement in Connecticut.  The Collaborative is the state’s largest cross-disability self-advocacy organization.  The Collaborative received partial salary, office space and a VISTA volunteer from the A.J. Pappanikou University Center for Excellence (UCE) at the UCONN Health Center and fiduciary support from Communitas, Inc.  A monthly e-mail newsletter is distributed to approximately 1,000 individuals and organizations.  The Collaborative held Connecticut’s first ever Disability Convention, with 70 participating agencies and over 750 attendees.  Eight (8) candidates for public office spoke at the convention.  A Disability Agenda with six (6) priorities was developed.  The Convention was featured in a segment of “Able Lives.”  The development of regional advocacy networks continues.  Forty-eight (48) people participated in advocacy training.

   SOCIAL ROLE VALORIZATION

The CT Council has periodically supported social role valorization (SRV) training since 1986 beginning with support for the CT Training Project for Values-Based Services.  SRV trained people to enable, establish, enhance, maintain and defend valued social roles in society for people with disabilities.  SRV training is a multiyear initiative with the Social Role Valorization Implementation Project, Worcester, Massachusetts.  2006 was the third consecutive year the CT Council sponsored SRV training.  Three (3) SRV workshops dealt with pressing contemporary concerns in human services– living with in-home services, students with disabilities, frailty in old age – and offered a strong foundation for positive change and leadership development.  Sixty-four (64) people were trained.  Values-based training is critical for the times.  Participants become aware of how they, their profession, agency’s policies or programs devalue people and they return to their place of work challenged to make changes.

COUNCIL MEMBER AND STAFF ACTIVITIES

During 2006, the CT Council became much more visible and vocal in carrying out its advocacy, capacity building and systems change responsibilities.  Council members and staff participated on a number of state boards, commissions, task forces and works groups, testified before the General Assembly and wrote letters-to-the-editors.  

Council members or staff participated on the State Department of Education’s Special Education Advisory Council and Comprehensive System for Personnel Development; the CT Family Support Council; the Department of Social Service’s Advisory Committee for Persons with Disabilities, Connect-To-Work Employment Committee, Mentoring Program for Technology Committee and Skilled Nursing Facility Transition Committee; the Regional Medical Home Advisory Council; the Office of the Child Advocate’s Summit on Children with Special Health Care Needs; the Department of Mental Retardation’s Autism Steering Committee; the University Center for Excellence’s Advisory Council, Think Tank on Community Inclusion and Emergency Preparedness Planning Committee for Persons; and the General Assembly’s Long Term Care Advisory Committee.  On a national level, Council staff led the Developmental Disabilities Act Reauthorization Task Force for the National Association of Developmental Disabilities Councils.

The CT Council testified on the use of aversives and restraints in schools, changing the name of the Department of Mental Retardation, removing the term mental retardation from state statutes, applying for a home and community based waiver for people with developmental disabilities,  and personal assistance.  The CT Council has been the lead advocate against the building of a skilled nursing facility for entire families who have children who have children with special health care needs, chronically ill, medically fragile and technology dependent.

Letters-to-the-editor from CT Council members, and other news stories, were published in CT’s major and local newspapers.  Topics included commenting on the deaths of children and adults who were required to reside in institutions, responding to comments about spending special education dollars on “unproductive members of society,” encouraging attention to people with disabilities in emergency preparedness, raising concern about untrained and dangerous school bus drivers, and responding to the inappropriate use of the term “retarded” in Doonesbury.  There was also a great deal of positive press about “Able Lives” and the appointment of Council members.

HOW ARE WE DOING?

In early 2006, the Council commissioned the UCONN Center for Survey Research and Analysis (CSRA) to conduct an opinion study among its stakeholders, including advocacy organizations, provider organizations, centers for independent living, state agencies, legislators and policymakers regarding awareness and familiarity with the Council, perceptions of the Council, accomplishments for people with DD and future priorities. One hundred and nine (109) stakeholders were contacted.  Seventy two (72) participated in 3 focus groups (17 participants) and in-depth telephone interviews (55 participants). Published in May 2006, the survey reported (1) the Council was well known but could communicate more and better, (2) the Council is an effective advocate but could be stronger, and (3) should promote itself more. Significant progress has since been achieved. The Council is now well known through "Able Lives," its blog, letters to the editor, and the positions it has taken in testimony before the General Assembly on the use of aversives and restraints, changing the name of the Department of Mental Retardation to eliminate "mental retardation" from state statutes, in addition to its support for self-advocacy and family support, particularly its support for in-home support for kids who are medically fragile and its opposition to a SNF for entire families who have children who are medically fragile. The survey also reported rigidity, strictness and lack of transparency regarding grant giving. The Council, however, has moved away from the misconception that it is a grant-giving entity. Grants are nothing more than a bureaucratic tool for the Council to use to influence systems change. The high visibility the Council has achieved with systems change activity, efforts to influence public perceptions, and training to change people's values has helped people understand the Council's role as a change agent rather than a grant-giving entity.

What the Council does well: Coordinates well with the DD Network, Family Support Council and DMR. The Council anticipates doing more coordination with the family support movement (as well as the self-advocacy movement) through future efforts to secure sustainable funding for both the family support and self-advocacy movement. We also arranged for a presentation in Spanish on building community for a parent organization we helped start up with parents from the Hispanic community. 

What the Council could do better: More work at the community level to help agencies become more culturally competent. The Council, however, has been particularly attentive to diversity during the course of  its state plan. From mid-2001 through the beginning of 2006, the Council had a staff person who was a parent from the African American and Hispanic community. This staff person was a trainer on the state's Multicultural Early Childhood Training Team and was chosen by the National Center for Cultural Competence to help develop an instrument and process for assisting cultural and linguistic competency in family organizations. Council membership also reflected the state's diversity. Our membership from minority communities ranges from 18% to 28%, our past-Chair was from the Hispanic community, our 2005 Annual Report's message from the Chair was in Spanish and English, a self-advocate from the African American community chaired our Membership Committee, and we are supporting an African Caribbean American parent organization.

