Illinois Human Services Commission
Rationalizing the Service Delivery System Workgroup
Sub-Workgroup on Children’s Behavioral Health
April 10, 2012 Meeting Summary

Attendance:  
In Person – Chicago: 
Voices for Illinois Children:  Kathy Ryg (Rationalizing Workgroup chair), David Lloyd
Vermilion County Mental Health Board:  Dee Ann Ryan (meeting co-chair)
Illinois Department of Healthcare and Family Services:  Director Julie Hamos, Jeanette Badra
Illinois Department of Children and Family Services:  Director Richard Calica, Cynthia Tate Illinois Department of Human Services:   Glendean Sisk, Renee Mehlinger
Illinois Department of Mental Health: Constance Y. Williams
McHenry County Mental Health Board:  Todd Schroll
Governor’s Office: Robbie Dembo
Illinois Children’s Mental Health Task Force:  Barbara Shaw
Youth Network Council:  Andi Durbin
Family Defense Center:  Diane Redleaf
Ounce of Prevention:  Karen Berman
Child Care Association of Illinois:  Margaret Berglind
Lawrence Hall Youth Services:  Julie Youngquist
Illinois Children’s Mental Health Partnership:  Colette Lueck
Northwestern University:  Gene Griffin
University of Ottawa and Northwestern University:  John Lyons
Primo Center for Women and Children:  Christine Achre
Maryville Academy:  Norm Joyce, Evelyn Smith
Individual Care Grant (ICG) Parent:  Ray Connor
Other:  Christopher Gange

In Person – Springfield:
Illinois Community & Residential Services Authority:  John Schornagel (meeting co-chair)
Illinois Department of Healthcare and Family Services:  Shawn Cole
Illinois Department of Healthcare and Family Services:  Frank Kopel
Children’s  Community Behavioral Health Care Association: Terry Carmichael

On Phone:
Illinois State Board of Education:  Michele Carmichael
Alexian Brothers Center for Mental Health:  Scott Burgess
McHenry County Mental Health Board:  Sandy Lewis
St. Clair County Mental Health Board:  Debbie Humphrey
Consultant: Dr. Lenore Behar
ARC of Illinois-Lifespan Project: Mike Kaminsky
Family to Family- ARC of Illinois: Faye Manaster

Kathy Ryg (co-chair):  Kathy welcomed the participants and gave background about the Human Services Commission (HSC) and its workgroups.  The Governor extended the HSC to 12/31/12 and designated the focus of the Commission to include  Rationalizing the Service Delivery System.  This workgroup was charged with addressing  “delivery system issues as state agency needs warrant.  As an example, older children with severe behavioral problems are offered different service options depending on the department that is serving them.   This leads to inefficient use of  provider resources and inequitable availability of services.”
In organizing the sub-workgroup, the Commission workgroup determined that the sub-workgroup discussion must include the integration of EPSDT (Early Periodic Screening Diagnosis and Treatment) for all children.
 She prefaced the conversation by reminding participants that the sub-workgroup’s efforts are aimed at informing the Human Service Commission members as a foundation for any recommendations by the Commission.  In extending the Commission, the Governor appointed new commissioners who did not participate in the workgroups leading to the report dated April 21, 2011.   As chair, Kathy advised her role will be to keep the discussion focused on the information needed to inform commissioners who may or may not be familiar with the programs under consideration.  This meeting’s agenda is intended to be inclusive of stakeholders with differing views to capture the needed background and information to provide a knowledge base for the Human Services Commission.
Dee Ann Ryan (co-chair):  She welcomed all the meeting participants and gave background on the creation of Early and Periodic Screening, Diagnosis, and Treatment (EPSDT) requirements under federal law.  She advised that community based services must be a priority over institutional care.  In looking at what other states have done with regards to EPSDT and children’s behavior health, she found that many states changes were reactions to lawsuits.  She said she hoped the “solution” for Illinois would be less expensive and less traumatic for children than the current practice of cycling them in and out of hospitals.
Director Julie Hamos:  She welcomed everyone to DHFS’ offices in Chicago as well as in Springfield.  Director Hamos indicated that she is seeking guidance from stakeholders on how to address challenges faced by DHFS.   She said DHFS has been working to improve care coordination and build behavioral health care into the broader system.
Shawn Cole:  Shawn gave a powerpoint presentation on behavioral healthcare for children in Illinois.  (See powerpoint – available on the HSC website.)  He pointed that DHFS, DCFS and DHS work using the unified Screening, Assessment and Support Services (SASS) Program.  Combined, all three agencies spend about $33 million.  He said SASS is a “qualified success” and had improved timeliness of care and improved the consistency of interactions with children in need.  SASS is one part of a broader continuum of care that the state needs to develop further.  He saw the need for a broader network of providers and a better “clinical toolbox”—including evidence-based practices, universal treatment plans, and better coordination of care.
Shawn also noted potential opportunities through the federal Affordable Care Act, particularly to include health comes within Care Coordination Entities.  He mentioned a recent federal Emergency Department Psychiatric Demonstration grant that DHFS had received.  He also noted two federal Substance Abuse and Mental Health Services Administration (SAMHSA) grants that Illinois had received to expand care and improve care coordination.  DHFS is looking to create new levels of care which might include sub-acute PRTFs (Psychiatric Residential Treatment Facilities).  Both he and Director Hamos stressed that there must be certain conditions met should PRTFs be developed in Illinois..
Experiences from other states have been reviewed and lessons learned included the need for:
· Scalable solutions;
· Building upon existing infrastructure;
· Working to develop systems;
· Community-based alternatives to institutional care; and
· Using residential treatment only as medically necessary.
Shawn noted that improvements to care were being made more difficult by budget cuts.
John Schornagel:  He has been trying to quantify number of children eligible for EPSDT.  Using Illinois State Board of Education data from 2009, he concluded there are roughly 314,000 disabled children in Illinois.  Of these, about 150,000 children have disabilities relating to behavioral/ mental health.  While he was unable to find data on Medicaid children in Illinois eligible for EPSDT, he believes it is a significant population.  He noted that 35% of the CRSA caseload is children with dual diagnoses.  He said there is a “revolving door” where children move in and out of acute institutional treatment.  He also said there was too often a breakdown in coordination between schools and mental health.  John believes there has been some progress, however, moving from focusing on just acute care to early diagnosis.  He also said that there has been a recent trend toward providers trying to tap Medicaid funding wherever possible and that the EPSDT lawsuits are EPSDT are emblematic of that trend. 
Stephanie Altman:  Cautioned that Individual Education Plan (IEP) is not an accurate proxy to use.  She mentioned that, while EPSDT guarantees services, medicaid is a payer of last resort.  
Dee Ann Ryan:  Noted that the issues with behavioral health services are not limited to children in the mental health system but include children on the PUNs (Prioritization Unmet Needs) list for children with developmental disabilities and autism.  She said that there is not supposed to be this waiting list for children with Medicaid and that there is not any  way of knowing which children on that list are Medicaid eligible.  She has data indicating that there are many children on the PUNs list who have specified the need for home and community behavioral supports.
Richard Calica:  Director Calica asked how the discussion related to the state’s wards.  He said DCFS has requirements on the services it must provide because of federal court decrees.  (Both Dee Ann Ryan and Stephanie Altman said they believed EPSDT requirements probably track with the requirements of the consent decrees.)  He also stated that there was no continuity of care before and after institutionalization.  
Cynthia Tate:  Responding to the discussion on numbers of children eligible for EPSDT, Cynthia said she believed that this indicated that there was a need for better data.  She suggested the sub-workgroup could add to the discussion of how to get better data.
Cynthia also noted that several states have received federal grants to demonstrate that children can be served effectively in the community as opposed to PRTFs and that we should look at those models for lessons learned and guidance.
Dee Ann Ryan:  Referencing a chart of the EPSDT lawsuits the state was facing, Dee Ann noted some common elements alleged in the suits, including:
· The children in the lawsuits lack effective, intensive home and community services;
· The children involved in the lawsuits would have benefited from ongoing care coordination but only received limited, fragmented case management when in crisis;
· The children did not start out needing institutionalization but lack of community-based care has made it necessary;
· Many have dual diagnoses and the various state systems failed to provide child centered care across the systems;
· All the children have Individual Education Plans (IEPs);
· Most the children have spent a lot of time in acute care.  She added that the frequency of hospitalization and length of stays has increased greatly in the last 5 years in Illinois according to data she has recently received, which can be made available to the group; and
· Service/treatment determinations were not based on valid level of care determination methodology either early in the treatment or to determine placements as needs escalated.  DCFS does utilize the CANS (Child Adolescent Needs Strengths) in their treatment planning /level of care determination processes and that could be replicated across systems.  Dee Ann's professional association ACMHAI has a position paper regarding utilizing the CANS across systems which will be posted on the website.
Barbara Shaw:  Asked what types of community services would be helpful to stabilize these children who are currently being hospitalized or institutionalized.
Christine Achre:  Talked about her experiences in Pennsylvania, which faced similar challenges in the past.  Following an EPSDT lawsuit the state created a system of community-based care beginning in the early 1990s.  All the treatment plans were individualized and centered on the family and involved intensive home and community based services in order to keep children at home.
Michele Carmichael:  She said that all the states which had success with system reform focus on prevention and early intervention and that those are hallmarks of a good EPSDT system and must be included and emphasized.
Diane Redleaf:  Noted that many of the lawsuits involve adopted parents.  She is involved in some of them and would like to be a part of the solution.
Marge Berglind:  It is not clear how many of these adoptions were through DCFS and how many were private.  We need better data before we can reach any conclusions.
Colette Lueck:  Noted Individual Care Grants (ICG) are based on psychiatric symptoms rather than behavioral symptoms, which limits those who are eligible.
Ray Connor:  Based on his experience as a parent, he noted ICGs work because of their flexibility – non-clinical services can be funded but the restrictive criteria are a real problem.  He and Colette Lueck believed that ICGs might be a good model for community and residential services.
Julie Hamos:  Asked if ICG could be used for EPSDT.  She said she would like to build on the existing system, if possible.
Dee Ann Ryan:  She noted that Vermillion County does not have community based ICGs because it doesn’t have the necessary workforce to provide the in-home services..
Margaret Berglind:  She said that Medicaid doesn’t pay for all ICG services.  It is a challenge for providers to mix and match various funding streams and follow all the accompanying rules given their limited resources.
Kathy Ryg:  Requested clarification between Psychiatric Resident Treatment Facilities (PRTF) and residential placement.
Margaret Berglind:  PRTF won’t solve long-term residential issues, noting many families mistakenly believe PRTF is a long term placement for their children.  Additionally, we need to carefully look at what impact PRTF would have on Medicaid.  
Dee Ann Ryan:  She said she believes long-term residential programs are not the long-term solution and that we need more community-based services and care management However, there is a need for short-term, effective residential programs in the continuum.
John Lyons:  He said the state needs both a front and back door, with a single point of entry to the system for families and a place where families can have disputes settled.  This has been successful at DCFS.  He also warned that other states are currently trying to get away from PRTF as they can become overutilized.  He gave two examples as Indiana and Louisiana.
Julie Hamos:  Summarized that rather than addressing gaps in the system, it appears that a system must be developed to meet the needs of children.
Renee Mehlinger:  DMH is undergoing a strategic planning initiative that has been granted federal funds and the discussion and issues are aligned with their charge to develop a delivery system in mental health services.  Todd Schroll is the project director.
Colette Lueck:  She indicated that perhaps the silver lining was that stakeholders have a deep understanding of what the problems are.  This is a good starting point.  We now have to work towards solutions.
Kathy Ryg:  She asked Director Hamos and others at DHFS what their priorities were.
Julie Hamos:  She responded that continuum of care is the primary priority.
John Schornagel: Commented that this group has an opportunity to positively impact the children human service system in Illinois before the federal courts do it for us in the form of federal consent decrees.  He also expressed concern that this body has a short amount of time to achieve conclusion and to make recommendations back to the Commission.


Next Steps:
· Engage representatives from Department of Juvenile Justice/Probation, Substance Abuse and Developmental Disabilities.   (Invited but additional outreach needed.)
· Determine work being done at DMH and integrate efforts with presentation of same at next meeting.
· Consult with the IDMH System of Care planning group which received a SAMHSA grant to do similar work by September 30 as to how this group can collaborate, share resources and not duplicate efforts.
· Set next meeting to discuss strategy, delineate tasks and the possibility of workgroups after deciding what it is feasible to accomplish in the timeframe of the HSC and what should follow.
1

