Board Meeting Minutes
January 19, 2013
2:00 – 4:00 p.m.
Conference Room B

Attendees:  Art Quirk, Chairperson; Sheila Mulvey, Ray Elling, Dr. Vivian Cross, Marisa Walls, Jerilyn Newsom, John Clausen, and via conference call: Chad Sinanian (until 3:15PM)
Absent: Commissioner Donald DeFronzo, State ADA Coordinator, Rachel Bogartz.
Staff:  James McGaughey, Executive Director; Gretchen Knauff, Assistant Director; Beth Leslie, Legislative and Regulations Specialist, and Barbara Roy, Executive Secretary
Guests: Beth McArthur and Charlan Corlies
· Call to Order – 2:05 P.M. 

· Results Based Accountability (RBA) Report Cards – Board members given copies of P&A’s AID and Case Services Unit report cards. Discussion on the effort by the Legislature to use the RBA Report Cards to gauge the proper use of agency resources.    Three questions are presented:  how much did we do, how well did we do, and is anyone better off because of our work?
· AID and CSU programs, two separate report cards. RBA report cards cannot be longer than two pages, no “mice” print accepted.  In the CSU report card we submit information on how many people we served, how long it takes from intake to the time we inform callers if they will receive advocacy services, and rate of success in resolution of client issue(s). The reduction in P&A resources has directly impacted the ability to provide services. Discussion also included the greatly reduced services to clients of DDS, DMHAS, and DCF and the impact felt at P&A as people turn to us for assistance/answers.  P&A is now keeping statistics on how many people we have to turn away in an effort to measure the impact of the cuts on our services.

· The AID report card reflects the number of allegations received categorized by type of allegation, the number of abuse/neglect victims with multiple substantiated cases and types of abuse/neglect allegations linked to deaths of DDS clients. The report has been useful in identifying trends that have been addressed and need to be addressed by P&A. 

· Jim will use these reports when he appears before the Appropriations Committee for a discussion about the agency’s proposed budget. 

· Review and Discussion of Agency Priorities (1.5 Hours)
· The Board discussed in general terms the budget situation and how not being able to refill positions has affected the amount of assistance we can offer people.  In addition, the PABSS funding was discontinued and the danger of sequestration is looming and very real. 

· These priorities really derive from several sources: a combination of our case experience, analysis of our intake data, survey questionnaires on-line all year, and statutory mandates, as well as continuing to build on the progress of current priorities.  The role of the Board is to advise the agency in setting priorities and then P&A staff (mostly in the Case Services Unit) pursues policy advocacy initiatives in the subject areas of the priorities. By state statute, the P&A must have an Information and Referral Unit and within available appropriations, the agency can litigate and investigate complaints. The Abuse Investigation Division has very specific priorities taken from its statutes and these are addressed during the abuse investigation process.

· The Board took up the priorities as a whole picture; did not discuss all priorities.  The priorities are listed in their original order with Board input noted.  Jim agreed to take the input and incorporate it into the draft priorities.

Priority #1.  Protect rights, identify barriers, and increase awareness of benefits related to community inclusion of people with disabilities. 

· Working with Advocacy Board and DD Network, educate policymakers and the public regarding barriers to living and working in communities by; 1) conducting and participating in legislative and administrative forums and hearings. (DD)
· Ensure that state and local disaster preparedness planning includes needs of people with disabilities. (AT, DD)
· Continue rights-based advocacy for people who are deaf and hard of hearing, focusing on communications access in health care and law enforcement situations.* (PAIR)

Discussion:  Senator Beth Bye is introducing a bill to do a professional survey on state accessibility: do they need power doors or ramps so that all people have equal access to government buildings?  Jim agreed to add the following language: 

· Support efforts to survey and improve access to state facilities.
· Support efforts to improve and expand relevant community mental health services and oppose efforts to establish outpatient commitment and other coercive mechanisms.

Priority #2.  Safeguard the rights of persons with disabilities living in congregate institutions or at risk of institutionalization.

· Enforce Patients’ Bill of Rights including representation to contest involuntary use of psychotropic medication.* (PAIMI)
· Conduct interviews with children involved in restraint and/or seclusion incidents reported pursuant to 42 CFR 483.374(b).* (PAIMI)
· Conduct site visits to Connecticut mental health facilities and residential care homes to identify patient’s rights issues. (PAIMI)
· Conduct outreach to residents of long-term care facilities and advocate for appropriate transitioning for those wishing to move to their own homes.* (PAIMI)
·  Increase OPA presence in environments that house and/or educate children with psychiatric disabilities; transition self advocacy training to children and staff leaders in one facility while establishing a sister program at another residential facility for children with mental illness. 
· Increase awareness of resources and information for families of children who have mental health needs with a focus on children in treatment facilities. (PAIMI)
· Advocate for the rights of people with developmental disabilities, brain injuries, and mental illness who are incarcerated or are at risk of incarceration, and evaluate quality of mental health treatment available to inmates in selected prison environments.* (PAIR, DD, PAIMI)
· Investigate selected suicides and restraint-related deaths of prisoners and patients in psychiatric hospitals.* (PAIMI)
· Continue to provide advocacy to residents of Southbury Training School.* (DD)

Discussion: No discussion of this priority area.

Priority #3.  Increase awareness of abuse and neglect. 

· Analyze and increase public reporting of agency data regarding abuse and neglect. 
· Pursue restraint and seclusion data from agencies assigned oversight roles in Public Act 99-210, with an eye towards publishing summary information. (DD, PAIMI)
· Review, investigate and report on deaths of clients of the Department of Developmental 
· Services (DDS) and the Department of Mental Health and Addiction Services (DMHAS)   where abuse and neglect are suspected to have played a role. (DD, PAIMI)
· Identify problems and pursue corrections related to health care coordination for people who are clients of DMHAS and DDS; support Protection and Advocacy for Individuals with Mental Illness (PAIMI) Advisory Council public forum on health care. (DD, PAIMI)

Discussion: The issue of choking relating back o the types of abuse/neglect on the RBA AID report card resulted in Jim agreeing to add the following concept to the priority:

· Pursue inter-agency training initiatives to decrease choking risks and empower caregivers to effectively advocate for the rights and needs of people with disabilities in healthcare environments.

Priority #4.  Protect educational rights of children with disabilities as mandated by IDEA and Section 504 of the Rehabilitation Act.

· Promote appropriate educational opportunities for students with emotional and behavioral disabilities especially when the student is at risk of being subjected to restraint and seclusion.* (PAIR, DD)
·  Represent families where the lack of appropriate programming and supports results in or creates a risk of an education program in a more restrictive setting.* (PAIR, DD)
· Inform parents and parent groups about the educational rights of their children with disabilities through information and referral services, group trainings, technical assistance and by organizing clinics at which parents and students can review records and develop problem solving strategies. (PAIR, DD)
· Provide advocacy representation for students with disabilities to assist in the development of appropriate transition plans.* (PAIR, DD)
· Represent children with mental health needs who are at risk of institutional placement at educational meetings in the public school system.* (PAIMI)

Discussion:  How does P&A do this?  We attend PPTs, work to educate at the PPT meeting so that the child can stay in the least restrictive environment.  Often there are unnecessary out of district placements, the child is often blamed for the failure of the school system to adequately educate him or her, and we can advocate to have the child’s educational needs and mental health issues addressed.  That is what our advocates do. 
After the tragic shooting in Newtown, CT there were parents who wanted their children to be “kept safe” from mentally ill children.  There was rampant speculation that the shooter had Asperger’s Syndrome (an Autism Spectrum condition).  Parents of children with Asperger’s dread that their children were being stigmatized and rejected.   Advocates worked and developed a strategy to get the Hartford Courant to write a story about Asperger’s and how people with Asperger’s are no more violent than any other group of people.  We worked to get Cathy Megan to write a story.  It was in the Hartford Courant, Jim to share with Board.   
Jim agreed to add the following concepts to this priority:
· Change the third objective to read In collaboration with parent groups, create mechanisms to inform parents and parent groups about the educational rights of their children with disabilities and responsibilities of school systems (e.g. child find, timely referrals for evaluation, array of relevant program options) 
· Add a fourth objective to read: Support parents of students with disabilities through information and referral services, group trainings, technical assistance and by organizing clinics at which parents and students can review records and develop problem solving strategies.
Priority #5.  Educate individuals with disabilities about employment rights, support options and mechanisms to address discrimination; build capacity to provide legal representation for people with disabilities who experience employment discrimination.
· pursue “Employment First” initiative in Connecticut by collaborating with disability organizations to educate policymakers and representing individuals with disabilities who are being denied real work for real pay. (DD) 
· Provide representation for people who have experienced discrimination in employment because of their disabilities.*(PAIR)
· Promote awareness of employment rights for people with mental illness (PAIMI).

Discussion: This priority was not discussed.
Priority #6.  Housing

· Identify and selectively join coalitions and organizations addressing the unavailability of affordable, accessible housing for people with disabilities and families. (PAIR)
· Increase staff awareness about different supportive housing models and options.
· Continue to contest discriminatory housing practices and proposals.* (PAIR)

Discussion: This priority was not discussed.

Priority #7.  Increase Awareness Regarding Health Care Rights and Options for People with Disabilities in Connecticut. 
· Continue to focus attention of public and policymakers on the need for health care coordination and standards for people with disabilities, including people living in state hospitals and with minimal supports in community.
· Identify physical health barriers for people with mental illness and develop materials to assist physicians serving people with mental illness in various health care settings. (PAIMI)
· Promote awareness and discussion of restraint/seclusion for children in the mental health system. (PAIMI)

Discussion: There is possible new legislation around outpatient commitment in response to Newtown. Increase awareness regarding health care rights and decisions. Be prepared for post-Newtown legislative efforts to force people with mental illness who live in the community to take psychotropic medication.  
Ray made a point about medical transportation for people with disabilities.  Different transporters, they have missed their appointments, suppose to be picked up, or come an hour or two late.  He has experienced poor medical transportation service. 

Jim agreed to add the following concepts to the priorities: 
· Support an inter agency initiative to reduce the use of restraint and seclusion in state-supported or regulated environments
· Develop a toolkit that explains “informed consent” for healthcare interventions.
· Explore the possibility of establishing an effective complaint mechanism for users of medical transportation services.
Steering Committee Progress (10 Min.)   Charlan Corlies and Beth McArthur attended the meeting and participated in this part of the discussion as facilitators for the Steering Committee process. In summary: the Board and PAIMI Council met with NDRN in November. Steering Committee members should be reviewing that meeting and coming up with three suggestions of questions to ask NDRN to address or answer during a conference call.  Charlan and Beth are working with Art and Jim on some draft activities that create talking points and marketing materials to help Board and Council members talk about P&A. The Steering Committee is looking at introducing a different P&A governance structure for the 2014 legislative session.  Art and Jim will follow up with Curt and Nachama (NDRN) to get additional information to better improve the process in Connecticut.  Board Members will work with legislature as they are assigned tasks or issues.  Would a change in governing structure require a legislative change?     

· Future Meeting Times (5 Min.)

· Change of time to: 2:00 to 4:00 p.m., the third Monday of the month, four times a year.

· Adjournment – 4:14 p.m.
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