
OLMSTEAD CONSUMER TASKFORCE MINUTES
Friday January 8, 2009, 10:00 a.m.  – 3:00 p.m.
United Way Building, 1111 9th Street, Des Moines, Iowa

Members Present: Ben Brandenburg, Jerry Mayes, Casey Westhoff.  By phone: Randy Davis, Dawn Francis, Alice Holdiman, Jim Paprocki, Doug Sample, Gennette Simmerman, Connie Smith, Janie Woodhouse, Ingrid Wensel.
Not present:  Rik Shannon, Cheri Clark, Jerri Sloan, Paula Connolly, Raymond Gerke, Candace Mueller, Amy Rickels, Jeanne Theis, Jeremy Karli. 
State Agency Representatives Present:  Bill Gardam, Department of Human Services; Deb Johnson, Iowa Medicaid Enterprise; Karin Ford and Binnie Lehew, Dept. of Public Health; Patrick Clancy, Board of Regents; Rhonda Bennett, Department of Inspections and Appeals; Kiersten Hensley, Dept. of Education;  Jill Fulitano Avery, Dept. of Human Rights; Diane Blackburn, Iowa Veterans Home. Present on phone: Mary Anderson, Dept. on Aging; Doug Keast, Iowa Workforce Development; Shan Sasser, Department of the Blind; Donna Grgurich, Dept. of Economic Development; Dawn Peterson, Iowa Civil Rights Commission.
Not present: Brenda Reilley, Dept. of Administrative Services; Phil Mescher, Dept. of Transportation; Terri Rosonke, Iowa Finance Authority; Ljerka Vasiljevic, Department of Public Safety; Patrick Palmershein, Dept. of Veterans Affairs, Kris Weitzell, Dept. of Corrections.
Guests and Staff present:  Bob Bacon and Terry Cunningham of Center for Disabilities and Development (CDD) by phone; Dr. Michael Flaum by phone; Charles Krogmeier, Jeanne Nesbit, Bill Gardam, Julie Fleming, Becky Flores, Connie Fanselow, and Brooke Lovelace of Dept. of Human Services; E.B. DeBruin, Katie Petrak, and Shauna Anderson, Iowa Civil Rights Commission.
IINTRODUCTIONS, REVIEW OF AGENDA, COMMENTS
Chair Jerry Mayes called the meeting to order and announced that a quorum is present.  Many participants phoned in because of the weather.  The next meeting will be the annual meeting in March, but the date in March may change.  We will keep you posted.  We will elect officers at the annual meeting in March. The current slate of officers (Jerry Mayes, Chair; Ben Brandenburg, Vice Chair, and Janie Woodhouse, Secretary) is running for re-election.  Other candidates may submit their names to Janie Woodhouse, Chair of the Nominations committee, prior to the March meeting.  Nominations from the floor at the March meeting will also be accepted.
Ms. Wheelchair Iowa’s portion of the agenda is cancelled due to the weather.  She will be invited to present at a subsequent meeting.

Jerry Mayes met with DHS leadership at the Hoover building (Krogmeier, Nesbit, Gardam, Fleming) yesterday and was pleased with the conversation.  DHS leadership indicated that they will keep Olmstead planning and implementation at the forefront of their efforts.  Director Krogmeier mentioned Olmstead lawsuits against other states.  Staff was asked to obtain more information about the “New Jersey lawsuit”.
MINUTES

Janie Woodhouse moved to accept the minutes of October 6, 2009, as presented.  The motion was seconded by Alice Holdiman.  The motion carried unanimously, with no abstentions.
STATE AGENCY ROLES
The Olmstead Decision, Federal Response, State Response
Terry Cunningham, a long-time disability advocate and employee of the Center for Disabilities and Development, lead a presentation via phone about the Olmstead Decision.  The 1999 U.S. Supreme Court Decision interprets the Americans with Disabilities (ADA) Act.  That Act prohibits discrimination against individuals with disabilities.  The lawsuit was brought by two women living in a mental health institution in the state of Georgia that wanted to live in their own communities. The ruling said that the state of Georgia was illegally discriminating against the women.  It held that the women had a right to live in the”most integrated setting that can meet their needs.”  
The ruling does not force people that live in institutions to leave if they do not want to.  Nor does it require states to completely change how people want to do things.  Right now, Iowa does not have capacity to serve everyone in the community.  Building capacity is a priority.  The ruling pertains to all people that live in institutions.  One group it applies to is elderly people that live in nursing homes.
In response to the Supreme Court ruling, President Bush initiated the President’s New Freedom Initiative that set out an agenda for transformation of the nation’s mental health system.  The president also issued an Executive Order directing Federal agencies such as Housing and Urban Development (HUD) and Departments of Justice, Labor, and Transportation to work together to create plans for how Federal agencies would achieve Olmstead compliance.  
Early in the 2000’s Governor Vilsack issued an Iowa Executive Order 27 that similarly ordered Iowa State Agencies to do internal needs assessments and work together to develop a single statewide “effectively working plan” for Olmstead compliance in Iowa.  The Department of Human Services was directed to lead this effort.  Our Taskforce, then known as the Olmstead Real Choices Taskforce, was directed to assist and guide the Governor’s Office, state agencies, and other governmental entities as they moved forward in Olmstead planning and implementation.
“The Olmstead Real Choices Consumer Task Force and the Department of Human Services shall advise the Governor's Office on workable strategies for addressing barriers to community integration for individuals with disabilities and for developing a well-coordinated and seamless service delivery system, wherein State agencies, counties, and localities work together in a more cohesive manner to deliver needed services, including the identification of specific state law, administrative rules, or policy changes that could eliminate existing barriers, and recommended strategies for on-going communication and coordination of efforts between agencies.”

Sharing by State Agency Representatives of their agency’s involvement in Olmstead efforts
Rhonda Bennett, Department of Inspections and Appeals, worked on the Olmstead self-assessment done by DIA. She noted that not all the state Agencies did a self-assessment.  Terry says each agency “took their own twist on it” regarding how they would proceed with Olmstead planning.  Rhonda said DIA agency planning should assure that there are good supports for individuals in any setting. When a person in an institution regulated by DIA (a nursing home or an Intermediate Care Facility for persons with Mental Retardation [ICF-MR], for instance) wants to live in a community setting, they are referred to the Money Follows the Person (MFP) program.  
Patrick Clancy, Board of Regents:  Patrick is the Superintendent of the Iowa Braille and Sight Saving School, Vinton, Iowa, and represents the Iowa Board of Regents on the Olmstead Taskforce.   He was not involved with Olmstead planning in the early 2000’s. The representative at that time was Tom Evans, legal counsel for the Board of Regents.  In Vinton, most of the schools students are residential:  that is, they live at the school.  In Council Bluffs at the School for the Deaf, some of the students are residential also.  One issue at the state public universities is the accessibility for paraplegic individuals.

Jill Fulitano Avery, Department of Human Rights.  The Department of Human Rights addresses the status of various groups; she heads up the Division on Disabilities. She and Kathryn Baughman worked on the Olmstead agency assessment.  Working with other agencies was their main thrust.  They worked on access to the TTY telephone system.  Technology has really advanced in this area since then.  They are working with Department of Blind to assure website access for people with low vision. 

Karin Ford and Binnie Lehew, Department of Public Health.  Mary Anderson, who is now with Iowa Department on Aging, was with Public Health in the early 2000’s and helped develop their plan.  She spoke about how DPH integrated their Olmstead planning with Healthy Iowans 2010 planning.  Chris Atchinson and Steve Gleeson were at the helm of the Department of Public Health then, and provided active leadership, along with the Governor and Lt. Governor, to the Healthy Iowans 2010 and Olmstead planning.  They used Olmstead principles as they wrote every chapter of Healthy Iowans 2010. The Department’s Olmstead plan was also integrated into the existing strategic plan for public health.  The movement felt very powerful. Now Mary is at Department of Aging, and not seeing the integration of Olmstead into existing public planning at DOA.  It is probable that DOA will not be pulling in all the planning partners as DOA does agency planning for 2010.

Kiersten Hensley, Dept. of Education.  She is a brand new representative to Olmstead Consumer Taskforce, replacing Toni Van Cleve.  This is her first meeting.

Diane Blackburn, Iowa Veterans Home.  She feels she was “grandfathered in” as the Olmstead Representative at Veterans Home because she used to work as a county mental health and disability services administrator.  There are some veterans that live at the Veterans Home that are discharged to the community.  Olmstead guidance is used in that community reentry program that has been going on for about four years.  
Shan Sasser, Department of the Blind.  They have an independent living staff and a vocational rehab staff that works on these issues with the individuals they serve.
Donna Grgurich, Dept. of Economic Development. She is the housing field representative and community block grant specialist for her Department.  She has been involved as the DED representative to Olmstead since the beginning.  She and another person in DED worked up the Department’s Olmstead self-assessment. They continue to work with Money Follows the Person (MFP) in their programs.  With funding from the MFP grant they have put together a housing registry that shows the units available across the state to persons with disabilities.
Dawn Peterson, Iowa Civil Rights Commission.  The original representative from ICRC to the Taskforce was Teresa Baustain.  Dawn has been working with issues of accommodations for persons with disabilities for the last four years, and with Theresa, they wrote the Olmstead report for the ICRC four years ago that was submitted to the governor’s Office.  Then there was a lull in Olmstead activity for the most recent two years.  
Bob Bacon commented that these reports reminded him of all the positive energy generated by the state agency leadership, and suggested that we need leadership from the governor’s office to make this happen again.  The resources evaporated in 2005, and that was the last full report.  Perhaps current administration will make certain it happens again.
Doug Keast, Iowa Workforce Development. He worked with the Olmstead Initiative since the beginning.  IWD has been involved in collaborative grants with work incentive grants, and has also initiated the disability program navigator initiative.  Some of the Olmstead plans were on the shelf and did not necessarily connect with Department priorities, so they tied it together with what they were doing with the department of education, persons with disabilities, vocational rehabilitation.  Doing that made the Olmstead planning rewarding.  In future, he would like to see no single state agency plan.  Instead, a shared plan as to how all the agencies can contribute to the Olmstead vision is his hope.  The Olmstead Consumer Taskforce and its state agency representatives is a good medium for that kind of focus.  Randy Davis thanked Doug Keast for fostering these relationships.  

How the Taskforce can be a resource to Iowa state agencies in the future

Terry Cunningham, Bob Bacon, and Brooke Lovelace provided information in this section.  Terry Cunningham summarized that several documents continue to be resources to the Taskforce and state agency representatives, including Iowa Executive Order 27, and the Iowa state agency reports and plans. These issues still need to be addressed: adopting Center for Medicaid Services (CMS) policy changes, overcoming institutional bias in Medicaid, increasing flexibility of programs, maximizing federal funds, funding crisis services, federal funding for housing, providing clear and accurate information, and the educational process.
To implement Olmstead, there has to be a strong commitment to individual rights and informed choice, and an understanding that unnecessary institutionalization is discrimination against persons with disabilities.

The Money Follows the Person program has been active in facilitating transitions from ICF-MRs, both public and private, for a couple years now, and is doing on-going need assessment of community capacity.  Some of key areas that need additional community capacity at this time are:
· How to address training for staff for challenging behaviors 
· Not enough money for HCBS rent subsidy.  As of Sept.19, 2009 there is a waiting list.  The subsidy serves people until they qualify for HUD vouchers.
· Need for behavioral programming 
· Crisis intervention 
· Don’t have enough providers willing to provide the services.  Provider reluctance often is lack of training.  Specialty training needs include knowing how to deal with individuals that have mental health and developmental disability dual diagnosis, eating disorders, and fragile medical conditions. There is so much staff turnover training need is constant.  Those living in the community need stable, trained staff.  
· Local doctors that are trained and able to deal with medication management and special medical problems of this population. Glenwood, for example, tried to work with a local doctor regarding special medical for a person with Prader Willi syndrome. The local doctor was not receptive to the advice from Glenwood. 
Most of the individuals that have moved to home communities are still using 24 hour community supports, though a few don’t because they are living with their families.  

Employment is another key to successful community transitions.  We need to promote supported and competitive employment as the outcome of employment support. This could be financially supported by leveraging external financing choices.  The state and counties could also redirect sheltered workshop dollars.

Chris Sparks, director of the Exceptional Persons program in Waterloo, found work at a casino for an individual that had transitioned to community living.  Now the casino is looking for more referrals of persons with disabilities as workers, because they were so impressed with this worker.  What is important is listening to what the individual wants to do.
Requirements of Executive Order 27
The order requires state agencies to do these things:
1. Evaluate policies and regulations of their agencies to identify any barriers to community living that their agency can address.
2. Use the Taskforce to identify and prioritize barriers.  
3. Engage in planning to make sure your agency supports ADA goals
The Order requires the Taskforce to advise the Governor, state agencies, counties, and also to identify state law and policy and recommend strategies.

State agencies have different definitions of disability and different eligibility criteria for their programs.  Most of these issues have not been resolved.  If we could do it now, it would allow funds to be blended. That is what we would like to see come out of our efforts.  
Handout: A checklist that the agencies can use to look at everything each agency is doing in planning and decision making.  
Olmstead 10-year anniversary in 2009

Last year the Taskforce conducted Olmstead ten-year anniversary celebrations in five locations across the state. One purpose was celebration of Iowa’s Olmstead accomplishments, including more housing units for people with disabilities, the early Iowa plan, Executive Order 27, the housing policy conference, strides in making universal design available, education of contractors on universal design, passage of the Iowa Care Acts, and the beginnings of a metal health service system for children and adults.   Another purpose was to hear about current needs and barriers from individuals with disabilities and service providers.
Once things began to happen in Iowa, it snowballed.  It’s about living.  Connie Fanselow, who worked to coordinate some of the early Iowa Olmstead efforts, urged Task Force members and state agency representatives to continue to advocate and continue to reach out.  The Taskforce continues to listen to individuals and service providers and state agencies, and would welcome comments or questions addressed to Connie, Becky Flores, or to Taskforce members.  The Department of Human Services Mental Health and Disability Services Division currently is working on a state plan for mental health and disabilities.  They are working closely with the Olmstead Consumer Taskforce to shape that plan using Olmstead principles, values, and priorities.
ADA 20 year celebration in 2010
Dawn Peterson of the Iowa Commission on Civil Rights shared that an ad hoc group of disability advocates has been formed to plan for celebration of the 20th Anniversary of the Americans with Disabilities Act, which will occur July 26, 2010. You can participate in the ad hoc group by contacting E.B. DeBruin at Elizabeth.debruin@iowa.gov.  Visit this website to find out more about what Iowa is doing http://www.adaiowa.webs.com, including posting your ADA celebration events, sharing logo ideas, blogging, and sharing planning ideas.
Iowa Department of Public Health presentation

Binnie Lehew, Bureau chief of the Office of Disability and Health at the Iowa Department of Public Health, talked about a prevention of disabilities grant they receive from the federal government that contributes funding to. 
· Livable communities through ADA compliance education and technical assistance. 

· Emergency preparedness for people with disabilities, tools for all-hazard planning. 

· Living Well with a Disability, an evidence-based health promotion program. 
Livable communities:  Karin Ford and John Ten Pas do physical accessibility site visits to all public heath clinics and to all facilities across the state that receive public health funding.  Soon all the public health clinics must be entirely physically accessible as part of their contract.  DPH uses people with disabilities as site surveyors as they do community access site visits.  They have developed and use a program accessibility checklist that helps service providers make their program is accessible.  They also provide training to service provider staff.  To make sure health care providers understand how to work with clients with disabilities, they have a training module for physicians, etc. John Ten Pas took the large document on accessibility down into four- page cliff notes.  
Unfortunately, in 130 site visits conducted so far, only one facility was completely compliant.  People are gung ho to become compliant, but they are not aware of what is needed.  Initially people feared a site visit from public health, but now they know the state is really trying to help them and are glad to see them.  
Emergency preparedness: Public Health helps local emergency preparedness teams fold strategies for people with disabilities into their emergency response programs.  Grant sites include Easter Seals in Des Moines and Access to Independence in Iowa City.  The sites make local plans for emergency access that include people with disabilities.  Local emergency preparedness teams become overwhelmed when they face how to do emergency preparedness for people with disabilities. DPH has found that when trained people with disabilities sit on those boards, they can teach locally, and the issues are not so overwhelming.  
The public health mission is not about direct services; it is all about building community capacity.  DPH recommended that Taskforce members familiarize themselves with the DPH Office of Disability and Health website at http://www.idph.state.ia.us/bh/disability_health.asp.  It includes a lot of great resources, including resources for builders and contractors.  Public health is in favor of the idea of developing a common language, as this helps us move forward effectively.
Terminology
Jill Avery urged the Taskforce to use “persons first” language in all that they do.  Patrick Clancy explained that terminology in the education system for kindergarten through 12th grade is “eligible individual’ not further delineated by diagnosis of specific type of disability.  Bill Gardam explained national trend is to move away from labeling an individual’s mental illness and substance abuse issues as “co-occurring”, but rather to address “multi-occurring” disability issues.  Common language helps everyone achieve more. 

PowerPoint on the 2009 Iowa Olmstead Anniversary presentations

Jerry Mayes and Becky Flores gave the Power Point presentation that they presented at the September 2009 Washington D.C. conference for state Olmstead coordinators titled “Go Tell it on the Mountain”.  It was a presentation that described last summers Iowa Olmstead anniversary events.
DHS INFORMATION

Charles J. Krogmeier, DHS Director, introduced the DHS leadership present at the meeting.  He described what is happening in DHS internal reorganization as it affects mental health and disability services.  The reorganization is not complete yet.  The newly expanded Mental Health and Disability Services Division will be headed by Jeanne Nesbit.  It will combine the existing Mental Health and Disability Services Division with oversight of all the state institutions (four Mental Health Institutions, two Resource Centers, and the Children’s State Training School and Iowa Juvenile Home) and management of the DHS Targeted Case Managers (for adults and children with disabilities). Some of the decision is budget driven.  It is a risk is combining disability planning and actual facility operations.  The hope is that it will allow DHS to maintain an integrated disability system.  
Director Krogmeier enjoyed attending and speaking at the initial Olmstead anniversary celebration at Glenwood last summer, when he was very new to his job.
The Director reported on these things that are happening for people with disabilities at DHS:

· DHS continues to work with its partners to create a comprehensive state plan for mental health and disabilities.  They hope to have a draft out for discussion sometime this summer.  His personal goal is to use it as a platform, after the summer, for legislative action next year.  Without money, the legislature can focus on the policy aspects.  
· A mobile crisis response effort is being developed through Woodward Resource Center. Both Resource Centers are developing development disability support and training to help local providers maintain people in their homes, and to be able to manage crisis through an episode without need to return to the Resource Centers as a resident.

· Money Follows the Person:  The original goal over the years of the federal grant was to move 528 people from their institutional settings to homes in the community.  To date there have been 63 people moved.  We have to move faster, step it up, and sell it.  
· Federal Center for Medicare and Medicaid Services (CMS) has approved new rules that will expand Medicaid services.

· The State Employment Leadership Network (SELN) is pushing other state agencies to try to provide more employment options for people with disabilities

· DHS must amend its Medicaid technology plans by April 1st, so are seeking to develop a web-based system that will support locating where vacant beds are and where programs are.  . CMS has to approve it.  DHS will submit it to CMS by April.   
Director Krogmeier encouraged the Taskforce and other advocates to continue working with DHS to talk to the legislature about more options, and about aggressively seeking federal government funding options.  Olmstead amicus briefs have been filed in Illinois.  We are trying to have a pretty good plan in place so that we are on a good path with Olmstead compliance.  We can do that despite the economic limitations that the state faces this year.
Olmstead member questions and comments
· An Olmstead member reminded the Director that some electronic resources, such as LIFELONG LINKS, developed by the Aging and Disability Resource Center, are already in place and that we should use them and build on them as we develop further technological tools. 
· The cost of the mobile crisis response was questioned 

· Comment that building capacity will be the goal we all will pursue for the next ten years

· Recommendation that hiring people with disabilities to be service providers under the physical disability waiver could resolve both the lack of provider problem and the problem of under employment for people with disabilities.

· Regarding this year’s shortfall of approximately 2 million dollars to serve people on the “State Case” program, the Director said these short term solutions are proceeding through the legislature: redirect unused 1.4 million from the county risk pool, and do a supplemental appropriation quickly for the rest of this year’s shortfall.  A problem remains for facilities, as they cannot simply kick out people that have lost state case funding.  Appropriate discharge planning is paramount.  DHS will be continuing to work with the provider associations to address these concerns.

Julie Fleming, legislative liaison for Iowa DHS, outlined the upcoming legislative session.  It will be a shortened 80 day session, which will be four weeks less of committee time.  Everyone has a challenge focusing on what really has to get done.  She hopes to work together with the Taskforce.  When you see her again, please reintroduce yourself.  

ADVOCACY RECOMMENDATIONS FROM COMMITTEES

Advocacy to legislature and governor’s office on building community capacity:  Legislative Study Committee
The Legislative Study Committee of the Taskforce has met a couple times since the October meeting of the Taskforce as a whole.  The Committee did not think putting forth a legislative agenda that involved funding increases made much sense, given the economic climate.  Instead, they are proposing that that the Taskforce
· Support MHMRDDBI Commission recommendations.  Some issues already came out, and the Taskforce will be informed when a complete list of Commission recommendations are available. 
· Send a letter to the governor, legislature, and other policy makers that volunteers Taskforce assistance and support in accomplishing Olmstead goals.  Handout:  the draft letter. There were some suggestions on rewording and including the notion of equality of eligibility for waiver services among the various disability populations.  Janie Woodhouse made a MOTION to approve sending the letter, allowing the Legislative Study Committee to complete the final wording tweaks before sending it.  The motion was seconded by Randy Davis.  The motion passed unanimously, with no abstentions. 

Advocacy to public on health care reform (press release):  Public Information Committee.

This committee has nothing to present today. Roger Munns, DHS Communications Director, will be issuing a press release of Director Krogmeier’s comments to the Olmstead Consumer Taskforce today.  The press release will be titled “Speed up Empowerment for the Disabled” Bill Gardam read the press release aloud at the Chairs request.  Copies will be distributed electronically following the meeting.  
Advocacy to DHS on Olmstead State Plan:  State Plan Committee

Alice Holdiman, chair of the state plan committee, reported that the state plan website is now up and running at http://iowamhdsplan.org.  Although not complete, it is a place for the Olmstead Taskforce to give input.  DHS still intends to form workgroups to further develop the state plan.  Olmstead Taskforce members are invited to participate in those future workgroups.
Taskforce discussion of its mission and any structural changes needed to accomplish its mission (see Bylaws “Duties and Activities”, attached)

Becky Flores explained that subsequent to the October meeting of the Taskforce, some concerns were shared about the extent to which the taskforce could address issues to the legislature. She referred to two handouts:  the “Duties and Activities”, which is an excerpt from the Taskforce bylaws, and the language in the draft letter to the Governor and legislature excerpted from Executive Order 27.  After reviewing those documents, the Taskforce expressed confidence that it should continue to advise the legislature and Governor on issues of compliance with the Olmstead Supreme Court decision, as it has in the past. 
Feedback on today’s meeting and public comment
Feedback on today's meeting:  State Agency representatives volunteered that

· It was helpful to get background on the Taskforce

· The checklist is especially useful, as agencies can use it internally to make sure their planning and policies align with Olmstead principles. 

· It is important to task out what each agency can do and do well 

· We need a shared definition of what is disability
· The comprehensive state plan ins the centerpiece for policy development, and Olmstead Taskforce work on making it an Olmstead compliant comprehensive effectively working plan is essential

· Liked free-flowing nature of the discussion

· The message from the DHS Director was loud and clear on giving support the taskforce is looking for

· We need to get rid of the phrase ‘mentally retarded”.  Use “intellectual disabilities” instead  

· Fantastic meeting 
Announcements

· Taskforce Committee assignments will take place at the Olmstead Taskforce annual meeting in March.  Members, be prepared to volunteer for one or more committees. 
· The Iowa Microboard Association is working on bylaws.  The next meeting is Wednesday January 13 at Coral Ridge Mall Iowa City. 
Meeting adjourned at 2:30 PM
Becky Flores, recording secretary
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