
Olmstead Consumer Taskforce
Minutes Aug 7, 2009
Urbandale Public Library

 

Members Present: Ben Brandenburg, Randy Davis, Jerri Sloan, Paula Connolly, Dawn Francis, Alice Holdiman, Jerry Mayes, Casey Westhoff,  Rik Shannon, Janie Woodhouse,  and Doug Sample.  Cheri Clark, Jim Paprocki, and “Connie” Smith attended by phone.  Not present: Raymond Gerke, Candace Mueller, Amy Rickels, Gennette Simmerman, Jeanne Theis, and Ingrid Wensel.
State Agency Representatives Present:  Brenda Reilley, Dept. of Administrative Services; Phil Mescher, Dept. of Transportation; Rebecca Criswell, Dept. for the Blind; Rhonda Bennett, Department of Inspections and Appeals; Mary Anderson, Dept. on Aging; Bill Gardam, Department of Human Services; Toni Van Cleve, Dept. of Education; Doug Keast, Iowa Workforce Development; Ljerka Vasiljevic, Department of Public Safety; Diane Blackburn, Iowa Veterans Home

Not present: Nancy Witt, Iowa Civil Rights Commission; Kris Weitzell, Dept. of Corrections; Donna Grgurich, Dept. of Economic Development; Terri Rosonke, Iowa Finance Authority; Jill Avery, Dept. of Human Rights;  Deb Johnson, Iowa Medicaid Enterprise; Dean Austin, Binnie Lehew, or Karin Ford, Dept. of Public Health; Patrick Clancy, Board of Regents; Patrick Palmershein, Dept. of Veterans Affairs.
 

Guests and Staff present:  Beth Rydberg, Protection and Advocacy; Connie Fanselow and Bob Bacon, Center for Disabilities and Development (CDD); Becky Flores and Kelley Pennington of Dept. of Human Services; Terry Cunningham of CDD on phone.
Jerry Mayes, Chair, called the meeting to order.  
STATE AGENCY REPRESENTATIVE INTRODUCTIONS

State Agency representatives that were present introduced themselves. Becky Criswell from the Department for the Blind works in their Independent Living Program.  Ljerka Vasiljevic from the Department of Public Safety is a design engineer and architect. She assures that all construction meets ADA guidelines.  Toni Van Cleve from the Department of Education works in special education, assuring that all students receive a free public education in the least restrictive environment possible. Beth Rydberg from Protection and Advocacy is sitting in for Steve Garrison of that agency.  Her professional work at the Protection and Advocacy Agency is assuring rights for individuals with disabilities, and she is also the parent of children with disabilities. 
Rhonda Bennett is Bureau Chief at Dept. of Inspections and Appeals where she oversees licensing for residential safety of ICF-MRs and other settings where individuals with disabilities live. Phil Mescher from Dept. of Transportation is an urban planner.  He works to make sure that everyone can navigate as well as possible.  Brenda Reilley, Department of Administrative Services, is pleased on both personal and professional levels to represent her agency.  Diane Blackburn works at the Iowa Veteran’s Home in Marshalltown, and has experience in working with people with disabilities. Doug Keast works for Iowa Workforce Development on a number of projects that serve people with disabilities. Mary Anderson, arriving later, represents the Dept. on Aging.  She is Director of the Aging and Disability Resource Center (or ADRC), a resource center serving both aging and disability populations.

MINUTES

MOTION:  Paula Connolly moved, and Alice Holdiman seconded, that the minutes of the June 12, 2009 meeting of the Olmstead Consumer Taskforce be approved as presented.  Motion carried unanimously.  Terry Cunningham highlighted some of the things said by Bill Gardam, Interim Administrator of the Department of Human Services Mental Health and Disability Services Division at that June meeting, because they are so important to the planning the Taskforce will begin this afternoon: 
“Bill advised the Taskforce to get active and vocal with their advocacy, saying “There needs to be a noisy room." Noisy people get more attention.”  The Iowa legislature will be taking some action to revamp the disability system/ mental health system in Iowa this year, so if the Olmstead Taskforce wants to be part of it, it must step up and make their wishes known.

[Iowa] has seen great results in the implementation in the Dubuque area mental health system of care for kids (called Circle of Care).  Since Circle of Care started:

---no kids sent out of state

--- court committals:  reduced from over a hundred to only 5 in the 12 months since Circle of Care started.  So we know it works.  

Bill said the state needs the Taskforce to help to “sell the sizzle of system of care”.  It is less expensive to operate a system of care than the individual services.  We collectively need to persuade legislature not to take the money away. Money Follows the Person getting 500 people out of ICF-MR institutions will be a success.  Circle of Care is a success.  What the county regional pilot effort is doing in northeast Iowa is a success. Family driven principles work.  Make a difference by empowering families.  With parents, schools, and police on board, communities are doing the undoable.”
 NOMINATIONS COMMITTEE REPORT 

Janie Woodhouse told the Taskforce of recommendations the nominations committee is making:  
· The Taskforce does not need to vote on membership of Randy Davis, Dawn Francis, Raymond Gerke, and Alice Holdiman, as they were all reappointed to 3-year terms at the April 18, 2008 meeting.  Their terms will expire at the annual meeting 2011.
· MOTION:  Janie Woodhouse read the names of the state agency representatives recommended by the heads of the state agencies to replace inactive or otherwise unavailable representatives.  They included Brenda Reilley, Department of Administrative Services (DAS), Shan Sasser or Becky Criswell, Department of the Blind (Blind); Nancy Witt, Iowa Civil Rights Commission (ICRC); Kris Weitzell, Department of Corrections (DOC); Toni Van Cleve, Department of Education (DE); Patrick Clancy, Board or Regents (Regents); Phil Mescher, Department of Transportation (DOT); Patrick Palmersheim, Veteran's Affairs (VA); Ljerka Vasiljevic, Department of Public Safety (DPS); and Binnie Lehew or Karin Ford, Iowa Department of Public Health.  Dawn Francis moved to accept these representatives of their respective state agencies, and Alice Holdiman seconded the motion.  The motion carried unanimously.
· Voting member Ingrid Wenzel wants to remain involved.  Her membership expires March 2010. We are waiting to hear back from Candace Mueller as to whether she wants to remain involved or be dropped from the membership rolls.  Dawn Francis will contact Jeannie Theis as to whether she wants to remain involved.

· Seven new people have submitted applications for voting membership, all as a result of the Olmstead Anniversary Events.  The Taskforce will vote on these potential new members at the October Taskforce annual meeting.  They are Kathleen Crisp, Linda Moore, Arnie Silvers, Janice Hoffman, Carrie England, Richard Mockmore, and Cassie Johannes.  The committee recommends that they all be accepted.  The nominations committee is not actively recruiting additional voting membership at this time.
· Officers for the Olmstead consumer Taskforce will be elected in October at the annual meeting.  The officers are chair, vice-chair, and secretary.  Those elected in October will serve until the March 2010 annual meeting.  The nominations committee chose not to put forth a slate of nominations.  Instead, they will send an e-mail inviting nominations, and nominee information will be presented to the Taskforce prior to the vote.  In addition, nominations from the floor at the October meeting will be accepted.

· Membership of the standing committees (Nominations, Legislative Study, Public Information, and Executive) needs to be updated.  The Chair announced that volunteering for the committees would be done at the October annual meeting.

TYLER GREENE PRESENTATION  

 Paul Greene, father of Tyler Greene, introduced and ran a DVD that showed Tyler’s successes as a high school student.  Tyler created the DVD as an Eagle Scout project.  It has been so well received that distribution has now been to all fifty states and 20 foreign countries.  His aim is to show that all people have abilities, even those with physical or mental disabilities.  We need to look for what people can do, not what they can’t. 
Tyler spoke about being innovative and attempting things that seem impossible.  He has learned (using adaptive equipment and perseverance) to ski, climb a tower, swim, and climb a rock wall.  Top ways to promote “ABILITY AWARENESS” include

· focus on what a person can do
· be on the team, but let the individual drive the team bus
· throw out can’t
· realize that disability does not equal inability

STATE PLAN UPDATE 

Bill Gardam, interim administrator for the Mental Health and Disability Services Division of Iowa Department of Human Services, said the Division continues to develop a comprehensive state plan for disabilities, with the assistance and input of many stakeholders from across the state.  State staff will be talking with a wide group of people over the next few months.  He showed a PowerPoint of the principles that will guide us as we start to develop the plan. 

Olmstead Consumer Taskforce involvement in developing the plan is crucial.  Ten million dollars are spent each year to house and provide services to adults out of state, and seven million for children.  We need to change the culture and motivate providers to serve these people in state.   
Iowa proved through the Circle of Care project that we can do a better job in our system of care for individuals with disabilities.  The statistics are something like last year only five involuntary hospitalizations (commitments) for children with mental health needs in the Circle of Care communities, where there were some 300 in the year prior to the instituting the Circle of Care system. A Taskforce member commented that the only way their family could get insurance to pay for needed mental health treatment was to go through a legal commitment proceeding.      

Bill showed a PowerPoint roadmap for how all Iowa stakeholders can be involved in coming months in developing the Iowa state disabilities plan.  The Taskforce is invited to give input into what a transformed system would look like.  A web page will be set up so can we can comment.  There will also be community discussions on ICN.  We will plan how to move into action with available resources.  Then DHS’s Mental Health and Disability Services division will do a draft plan and final plan.    
An MHI (Mental Health Institute) Taskforce was created at the direction of the Iowa Legislature this year. Members have been appointed by the governor.  The first meeting of the Taskforce will be August 24.  The Legislature charged this MHI Taskforce with recommending to the legislature which of the state’s MHI’s (at Cherokee, Mt. Pleasant, Independence, and Clarinda) to close down (not necessarily to reduce capacity, but to consolidate inpatient mental health services).  Bill will keep the Olmstead Consumer Taskforce informed about the MHI Taskforce progress.
Question from the Taskforce:  Data from other states shows using more community services 

and less institutional services provides an overall cost savings.  Are we moving in Iowa toward documenting this?  It could be a good selling point.  Bill replied that the framing is important as cost savings could be used as a reason to scoop money from the system entirely, rather than enrich community services.  We want to aim for a sustaining change.  A member said we want to do this because it is the right thing to do, and that the cost will not be less for every individual. Another member called for needs-based waivers that are more flexible than current waivers, and further called for reductions in services to those living in institutions and more to those living in the community.  

ANNIVERSARY EVENTS
 Dawn Francis facilitated discussion of the Taskforce’s recently completed series of Olmstead Anniversary Events.  The purpose of the discussion was to share highlights with those that could not attend; and to talk about what did and didn’t work for future event planning.  
Glenwood:  Good participation. The consumer speakers, all with intellectual disabilities, were wonderful.  A video of them would have been great.  Long time advocates were moved to tears to see their efforts finally making people happy in “homes of their own”.  Director Krogmeier described the Olmstead decision as “a beacon and a compass” which was meaningful.  

 

Oskaloosa: Good participation here also.  Some folks that came didn’t know what Olmstead was all about. The newspapers were good on getting the word out and people to attend.  Jerri Sloan did a nice presentation regarding joys of elderly people getting to stay in own home rather than going to a nursing home, and the help that must be available to make that possible.  Difficulty in Oskaloosa was not getting the money from DHS to hold the event. The Oskaloosa Center for Independent Living got stuck paying for things and waiting too long for reimbursement.  Local press had camera at the event and did filming and interviews that aired on local TV.  The legislators that were there were asked a lot of questions and learned a lot.  John McCalley, Director of Iowa’s Department on Aging, gave an excellent presentation and stayed all day.
 

Waterloo had good press coverage at the event and prior to event.  The numbers of people in attendance was a little disappointing.  Most attendees were providers.  A few people with developmental disabilities attended, and relatively few people from mental health community attended.  The feedback from the provider community was excellent.  The consumer presentations were great.  They were filmed.  The location was not ideal, as doorway was narrow for those in wheelchairs. The letters from dignitaries were excellent, as were presentations by the dignitaries that were present. We were pleased with the CILS partnerships at all the locations.

Iowa City:  Despite much media notification, no media.  Sending stuff to them apparently is not enough. 16-18 legislators were invited; pleased that at least Senator Dvorsky was there.   Disappointed with turnout.  Perhaps that was due to local center‘s ADA celebration the following day, potentially splitting the audience.  Terry Cunningham was an outstanding facilitator.  His ability to weave his personal experience and disability advocates experience into the presentation of the Iowa milestones PowerPoint was moving and effective.  It really put a personal face on it.  At the ADA celebration a day later, Keith Ruff and Terry did an impromptu dialogue on what the ADA meant in their lives. We need to get a hold of the video of that and share it. It was great.

 

Rock Island had lots of people at their outside ADA annual celebration, and a good-sized crowd that came inside for the Olmstead presentation in the afternoon.   It was disappointing that there was no food left, and the outside celebration closed down, before our inside Olmstead celebration concluded.  The planning between the CILs people and Olmstead people was difficult, with the CILS people facing the same frustration as Oskaloosa in not getting the money from DHS on time.  The presentations by the consumer young men were moving and great.  Rock Island CILS uses a grant much like Iowa’s Money Follows the Person to help Illinois people move out of institutions and into the community.  It was interesting to hear about what was working and not working from people on both sides of the river.
 

Things we would want to do better if we attempt similar events in the future 

· Nail down who is going to be there
· Introduce people to Olmstead before the meeting
· Have personal contact with the press along with press release

· Pay for media notices?

· Put money together better so there is some prepay
· Figure out how to attract mental health consumers

· Look for private grants for support

· Use teleconferences to get awareness, rather than more costly events like these

· Check out physical arrangements of meeting rooms before booking

· Don’t do more celebrations, need to put our efforts more towards a legislative agenda
 

PLANNING FOR 2010

 Bob Bacon led this segment of agenda.  Terry Cunningham made a handout of past priorities for us to revisit.  It included ideas from the 2007 policy summit, and recent ideas from Dawn Francis (need to build community capacity, including developing workforce and expanding workforce training) and Ingrid Wenzel (the Senior Living Trust fund is broke).  In addition, Bob encouraged the Taskforce to become part of the state plan development process in a meaningful way. 

 

Ideas shared by taskforce for 2010 priorities included:

· It is time to change the rule as to how counties are funded.  Counties have been operating with same amount of money for 13 years.  The pilot program Bob Lincoln (County Mental Health and Disability Coordinator in north central Iowa) is doing is working well.
· Institutional bias:  Encourage state to move dollars from nursing homes to community services.  

· Get behind pending federal legislation, including The Community Choice Act and the CLASS Act. Some questioned the ability of this Taskforce to influence federal legislation.  It was suggested that Terry could make it easier for Taskforce to take individual action around e-mailed Federal alerts by synthesizing the main idea, rather than forcing Taskforce members to click through multiple links to reach the main content.  Terry would like to store copies of the letters generated by the alerts so that we would have data that shows the Taskforce responded to x number of issues with x number of letters, etc.  

· One challenge is expanding home and community based services.  This is part of the building community capacity idea that Dawn put forth. We must help providers step up to the plate.  Right now there are not enough willing providers to support all the individuals that want to move from institutions to community living.  Bob Bacon said there are currently 113 individuals that have signed informed consent and are in the pipeline to move to their home communities.  Four more individuals moved just this week. Iowa particularly needs providers that are willing and able to provide the necessary behavioral support.
· Providers in Jim Paprocki’s area are not interested in being part of Money Follows the Person.  People in institutions don’t have community supports.  How can we help find willing providers?  It was suggested that we address direct care worker shortages.  Also that all state disability waivers be allowed to pay for recreational activities, because that is so essential to life in the community.

· Planning process:  We need to decide where we as a Taskforce can best jump in to the MHDS planning process and provide input.  Bill laid out the principles that will guide system transformation in the morning session.  The next step is the development of a concrete description of what the transformed system should look like. The goals for transformation will flow from that description and objectives (or specific priority) will flow from the goals.   How can Taskforce members best provide input during each of these phases?  Do we want to think about the goals?  Objectives?  Do we want to jump to specific action that will be under that plan?  

· Likely goals  in the state plan will be: 

· public awareness/improving public understanding;

· improving access to services;
· developing community systems of care;
· building service system capacity through state level initiatives like workforce development, information technology system;
· assuring quality;
· assuring/redirecting financing (like the 205 people in out of state placements that cost 17 million).  The perception is that in-state providers can’t serve them. 

· We have educated consumers pretty well. Have we educated the providers and communities as well?  Randy agrees that we need to have communities look at housing.

· Key barrier is not having capacity to pay for the basic community living needs. People are not allowed to build assets. The system doesn’t pay attention to the practical needs.  As we build the ship, we are not letting people who need a little bit of help get that little bit of help.  There is nothing there to fall back on.  How are we positioning agencies?  Part of what the Community Choice Act will do is provide the services at home. The key is that the legislature can’t fully fund.  
· Children at Home is example of underfunded program that would allow people to take care of practical needs that allow people to live in the community.  We have been talking about full funding for this for 10 years, yet it remains an underfunded pilot. 

· Reminder about the State Plan:  The State Plan is also Iowa’s “Effectively Working Olmstead State Plan”.  It is all one thing.

 

Plan of Action between now and October 9th meeting

 

1. The chair asked existing legislative study committee to get together. Terry will be the staff coordinator for this group.  Their charge is to examine all the ideas for legislative action for 2010 put forth today and come back to the Taskforce as a whole at the October meeting with a recommended plan of legislative priorities, and a recommended process for putting that plan into action.  If this committee believes it has recommendations that need to become part of DHS’s legislative recommendations package, they need to get those recommendations to the Taskforce as a whole, and then to DHS, as soon as possible, as DHS recommendations will be finalized before the Taskforce October meeting.  On the other hand, Taskforce legislative recommendations do not have to go forward as part of DHS legislative package.
2. The chair solicited volunteers for an ad hoc committee to make recommendations as to how the Taskforce will provide leadership and support in the State Plan planning process throughout this fiscal year.  Volunteers to be on that committee included Doug, Paula, Alice, and Janie.  Alice Holdiman will coordinate this committee.  Bob will be the link to the existing state plan planning process that is already going on.  The charge to this committee is to come back to the Taskforce as a whole at their October meeting with a recommendation as to how the Taskforce should provide leadership and support to the state’s process for developing a State of Iowa Disability Plan. 
3. Is the information Terry Cunningham sends out in e-mails being used?  Doug is using them.  Dawn suggests that simplified links and “digests’ of the information from Terry.

4. State agency folks please listen and learn all you can, as getting an effective Olmstead state plan in place will involve all the state agencies, and as the year goes on, we will need to figure out actions at all the state agencies that can contribute to increased community living options for individuals with disabilities. The commitment of all the state agencies to the overall Olmstead state effort is very important.  

PUBLIC COMMENT

Mary Anderson, state representative from the Department on Aging, said that they have just applied to the federal government for a continuation grant for the ADRC, the Aging and Disability Resource Center.  They won’t know until the end of September whether they will get the funding.

Paula Connolly gave more information about Iowa activity in forming Microboards.  You can contact her if you want to get on a list of people that want to be kept in the loop about the development of Microboards.
 

Jerry Mayes will be in Washington D.C. in the near future, reviewing mental health block grant applications as a national peer reviewer.  He will have opportunity to talk with Kathryn Powers, the Director of the Center for Mental Health Services of the federal Substance Abuse and Mental Health Agency (SAMHSA) about Iowa Olmstead activity. 
Cheri Clark reminded people they can contact her if they want to get on the IDA list serve. This is a good list serve with lots of federal disability information on it.
 

Adjourned at 2:45 PM 

Becky Flores, recording secretary
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