



Protection and Advocacy Advisory Board

Meeting Minutes

September 24, 2009
Present:  Eileen Furey (Chairperson), Arthur Quirk, John Clausen, Rachel Bogartz, and Walt Wetmore (PAIMI Chairperson) in person, Phyllis Zlotnick and Walter Pelensky attended via telephone. 

Absent: Margarita Torres, Heidi Mark, Sheila Mulvey, Suzanne Liquermann, Peter Tyrrell, and Christopher Knapp. 

Staff Members: James McGaughey, Executive Director; and Gretchen Knauff, Assistant Director. 
1) Call to Order: 4:10 p.m. 
2) Minutes: Minutes accepted no revisions. Motion to accept the minutes as amended made by Art and seconded by Walt, minutes accepted.  

3) Executive Director Report
a) Jim met with Jan Van Tassel, Exec. Dir., Connecticut Legal Rights Project (CLRP), to discuss the proposed closing of Cedarcrest Hospital due to the budget deficit, and other opportunities for collaboration.  In conjunction with Advocacy Unlimited (AU) and CLRP, we are hoping to do some empowerment training for residents.  Jim also met with the Office of the Child Advocate (OCA) on the proposed closing of the DCF run High Meadows and what safeguards could be put in place to protect those children.  They all will need some type of independent advocacy.  WeCAHR and CLS are two organizations that we have historically held contracts with to provide advocacy services, but our budget has been cut and we are forced to reduce/cut those contracts.  Recommendations were made by board members to contact other advocacy groups, such as People First, ARC and FORCONN, to assist were discussed.

b) Jim submitted testimony regarding the proposed transfers of a number DDS operated group homes to private providers and proposed closure of Cedarcrest.  One additional concern he noted involves clients of (DDS), who have been identified by the Abuse Investigation Division (AID) in need of protective services.  It seems that the fewer public residential options there are, the more difficult it is becoming to secure immediate protective services that involve residential placement.  This need not be the case, as DDS could contract with private providers for additional respite capacity.
c) The Fatality Review Board (FRB) published a two-year summary.  It will be available on our website for download.

d) Due to the misidentification of a staff member by a distraught, estranged husband of an unknown person (who had the same name as the staff person), we are reviewing our security measures and alarm system.  Review of existing protocols for evacuation and notification in times of trouble are being updated and monthly testing of the alarm system has been initiated.
e) State Building Inspector, Lisa Humble, announced that the five year code revision process is getting started again and they will be soliciting input and suggestions.  Due to a recent vacancy, Jim will be recommending someone to fill the “knowledgeable about accessibility” slot on the Codes and Standards Committee. 
f) Agency regulations are once again being considered.  Beth Leslie is following up with the Attorney General’s office to get them finalized and approved.

g) The Disability Rights Education and Defense Fund (DREDF) requested that we attend a meeting with other concerned advocacy organizations to fight proposed legislation that would legalize Physician Assisted Suicide.  Many key issues and questions were discussed.
h) The Department of Emergency Management and Homeland Security (DEMHS) has made Connecticut the first state to acquire a state-wide Emergency Notification System (ENS).  The system will allow individual emergency warning messages to be sent by telephone, text, TTY, fax or email to residents in particular localities or targeted to members of particular groups.  The deaf community is very pleased with this system. 
4) Legislative Update:  Beth is at the Legislature for the second day of discussion on the budget implementer bills.  These bills change the state statutes as needed to reflect the appropriation levels in the budget.  We are concerned with the change in the Title 19 definition of medical necessity.  We fought for the previous definition and this change could have a detrimental affect for some people with certain disabilities whose needs for certain assistive technologies will no longer be covered on the new definition.  

5) PAIMI Advisory Board Chair Update and PAIMI Monitoring Visit Discussion:  
a) Walt discussed the PAIMI review by the federal PAIMI Monitoring Team which expressed how impressed they were with our program and what the program has been able to accomplish. The group suggested that we make improvements in our record keeping and storage of files; we are presently addressing these issues.  It will take approximately a year before we receive a completed formal report from the committee.

b) Walt has participated in a conference call training sponsored by the NDRN for PAIMI Board Members it was an amazing and informative training.  

c) The PAIMI Priorities were discussed and chosen at the August PAIMI retreat and adjustment was made to only one goal, no major changes. We also were given a tour of the Riverview Hospital for children with psychiatric disabilities it was quite a moving experience.  
d) Presently the PAIMI program staff is working with the Department of Mental Health and Addiction Services (DMHAS) in developing a reporting form and protocol, as they are not required by statute to inform us of the all deaths of people in their facilities.  

6) Conflict of Interest of Statement:   Draft Conflict of Interest Disclosure Statement was provided to members.  Any comments or suggestions should be submitted to Jim before the December 17, Board Meeting.   We will vote on this Statement and changes to the By-Laws at the December meeting. 
7) Agency Priorities – Review & Amendments – Draft Education Objectives for 2010 Priorities were distributed for discussion.

a) The content changes reflect activities more in line with the types of cases we are being contacted about and the work we are doing in response.  The new proposed language for the education priority reads:
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b) Some materials have been drafted and materials will be developed for the website to assist parents in understanding the IDEA.  

c) Special Education training clinics are in the planning stages.  The education advocates and attorneys will go out to different regions and provide training in the morning and then review of individual child records and technical assistance in the afternoon.  

d) A booklet and other materials are being developed by this Unit about restraint and seclusion (R&S) in Connecticut educational settings, alternative methods and what parents are entitled too.  What their rights are in restraint and seclusion.  
e) Motion to accept the amendments to the education priorities was made by Walt, seconded by Rachel.  All present voted in favor.  
f) The statement of priorities, as amended above, will be posted on the website for public comment.
8) New Business – Jim went to the CEO meeting this spring.  Because of the ban on out of state travel and no funding, Jim did this on his vacation and at his own expense.  NDRN is quite excited about working with the Obama administrative, hopeful for good Supreme Court Justices to be appointed.  P&As are going to be involved in a new federal project to investigate Social Security representative payees, where some human service program is the representative payee.  Unfortunately this situation created some scandals in western states.  There is concern amongst P&A CEOs that this project will be under-funded, and that expectations will be out of line with resources.   
9) Gretchen Knauff and Barbara Konow presented at the NDRN Conference on Employment and Assistive Technology.  This allowed them to share what our P&A has been doing in these areas and NDRN picked up the expenses for their travel. 
10)  Motion to Adjourn: 5:30 was made by Art, and seconded by Walt, this is not debatable.  
Draft Education Objectives for 2010 Priorities





1.  Promote appropriate educational opportunities for students with emotional and behavioral disabilities especially when the student’s program allows for restraint and/or seclusion in a school setting. 





2. Develop materials, training and website resources to inform parents about restraint and seclusion in Connecticut educational settings





3. 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. 





4. Educate parent and parent groups to advocate for the educational rights of children with disabilities through training, clinics and technical assistance. 





5. Provide advocacy representation for students with disabilities to assist in the development of appropriate transition plans. 
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