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In October 2001, California’s Little Hoover Commission released a new report, Young Hearts & Minds: Making a Commitment to Children’s Mental Health. The report details the gaps in services in the children’s mental health system which lead to needless out-of-home and institutional placement for thousands of California children.  The Commission’s report calls on the Department of Mental Health to “explore the use of federal waivers to 1) tap into additional resources and 2) make better use of existing resources.”  (Page 53)   A Home and Community Based (“HCBS”) waiver authorized under the federal Medicaid Act can be targeted to children with serious emotional disturbance (SED) who are at risk of psychiatric hospitalization.  A children’s SED waiver can (a)  extend Medi-Cal eligibility to children who would be ineligible based on their parents’ income and resources but who cannot otherwise obtain treatment, and (b) provide additional services such as respite or independent living skills through the mental health system.  

California should follow the lead of other states such as Kansas and Vermont which have used federal waivers for children with SED to both draw down federal matching funds for intensive services and to avoid more costly institutional care.
 

Such a waiver would partially remedy the unfair distinction noted in the Little Hoover Commission report (page 49) between children with developmental disabilities and those with psychiatric disabilities.  Children with developmental disabilities are able to access rich services through the regional center system, regardless of their family income, in part because the state obtained a federal waiver which both provides most of the funding for these services and also allows children to qualify for Medi-Cal regardless of their family income. 

Adopting a waiver would also help fulfill California’s obligation to carry out an “Olmstead” plan to move adults and children with disabilities from institutions into the community, as required by the U.S. Supreme Court’s 1999 decision in L.C. v. Olmstead and the Americans with Disabilities Act (ADA).  PAI is part of a group, Coalition of Californians for Olmstead (COCO) which is urging the state to adopt an Olmstead plan.  Medicaid Home and Community Based Waivers are a key component of any Olmstead plan for ensuring that people with disabilities are able to live in the most integrated setting appropriate to their needs and a HCBS waiver was at issue in the Olmstead decision itself.  California has six waivers, but none address the needs of institutionalized children.  The state has an obligation to modify its waiver programs to include the children’s SED waiver proposed here, as part of its Olmstead plan and its duties under the integration mandate of the ADA. 

Kansas’ Experience with a Children’s SED Waiver

Kansas operates the largest Medicaid home and community based waiver program targeting children with serious emotional disturbance.  Kansas’ waiver eliminates the so-called “deeming” of parents’ income to the child that occurs under traditional Medicaid guidelines: children whose family incomes would exceed Medicaid guidelines are eligible based on the child's own income level.  The additional services Kansas provides under its waiver are family training and support, wraparound facilitation/community support, independent living skills (i.e., services recognized as habilitation services under waivers), and respite care.  The average annual cost of serving a child under Kansas’ waiver program was $9,300 in 2000.  The original waiver covered 600 children with planned expansions to over 1000. 

Kansas’ waiver was the result of the cooperation of state policymakers, children’s advocates, families, and service providers, plus the cooperation of local and federal Medicaid officials.  The state convened a taskforce to plan and design the waiver; this group included parents, providers, state agencies, a mental health association, research and policy groups, and state Medicaid staff.  The taskforce helped draft the waiver and define the services to be provided.  Staff began gathering the necessary financial data, and a Waiver Review Team was assembled to improve the waiver application, eligibility guidelines, and services to be included in the waiver. 

Kansas benefited from the assistance of a consultant who was experienced in writing waiver applications.  The consultant cost $20,000.  Since Kansas already had a developmental disabilities waiver, the staff responsible for obtaining that waiver also helped guide the SED waiver application process.  Kansas obtained copies of children’s SED waiver applications from other states.  Policymakers and other sources indicate the application process was not costly or unduly burdensome, and found that HCFA staff was encouraging and helpful in the process.  The waiver application was submitted in March of 1997 and approved in June of the same year. 2
Kansas began its waiver program with a $1 million appropriation, which was used to provide start up and capacity building funds to local mental health centers.  Trainings on eligibility, plans of care, prior authorizations, and claims followed.  The waiver program was statewide by January of 1998, just six months after receiving HCFA approval.  The state developed a brochure describing the waiver, available services, and the application procedure.  This helped families, child welfare agencies, schools, health departments, private doctors, and others learn about this new program.  Notices, newsletters, and press releases also helped get the word out.

At the beginning of the process, the Kansas Legislature had feared that it would result in a new entitlement with high costs.  The chair of Kansas’ Appropriations Subcommittee later recognized that the waiver addressed this concern by setting a specific cost and a guarantee that the dollars followed the child accessing the services.3  As a result of the waiver, Kansas actually closed one of its psychiatric hospitals.  According to a state official who was centrally involved in obtaining the waiver and currently monitoring its outcomes, the waiver is proving to be a cost-effective program that is successful in helping children stay out of hospitals.  Just as importantly, reports indicate that the program has helped to guard against families having to relinquish custody of their children in order to obtain mental health services.4
Vermont’s Experience with a Children’s SED waiver 

Vermont was the first state to implement a children’s SED Home and Community Based Medicaid waiver in 1982.  The waiver covers children who are at risk of institutionalization.  The waiver covers service coordination and flexible supports, which include respite, home supports, family supports, community/social supports, transportation, therapy, and environmental modification.  The cost data from the waiver experience are remarkable: the average cost of waiver services was $18,376 per child, compared to an average cost of $46,306 for inpatient care.  This demonstrates the substantial savings that can be realized by allowing children the option of home and community based care. 

Steps in Developing a Children’s SED Waiver for California 

Identify the Target Population

California has flexibility in how it chooses to define the children who will be eligible for a new SED waiver, as long as the definition is linked to psychiatric hospitalization.  The target group could be small, such as children who are eligible for hospitalization for 30 days or more at a state hospital; such a definition would include only a few hundred children.  The target group could be enlarged by including children who are at risk of hospitalization in private facilities.  Alternatively, California could take the approach used in Kansas, which was to base the number of waiver “slots” on SED prevalence rates locally and in the nation, as well as numbers gathered from various state projects serving SED youth.5  As in Kansas, a stakeholders group working with a consultant should plan this and other details.  Any state legislation should include funding for such a consultant, which is a virtual necessity given the technicalities involved. 

Identify Additional Services Required to Ensure Against Institutionalization

At a minimum, California’s SED waiver should the services offered under the Kansas waiver, as these have proven successful in helping children avoid institutionalization and reducing the incidents of custody relinquishments to foster care.6 For children who already qualify for Medi-Cal, the waiver could provide a few additional services not currently available to children under EPSDT but identified by CMS as uniquely waiver services:  Respite services, habilitation services which can include independent living skills training among other things,  and waiver case management.  Waiver case management services could be available to address the waiver child’s unique needs even though there are other theoretically available providers of case management.  Children who qualify for Medi-Cal through institutional deeming would qualify for Medi-Cal EPSDT services as well as waiver services.  However, any school or AB 3632 mental health services provided the waiver child would be eligible for Medicaid reimbursement.  Finally, waiver case management services could be available to children for up to six months before a targeted discharge to put together the services and supports needed to assist the child in returning to the community.

As with the determination of the target population, the process of determining the package of  waiver services should include the consultant, state officials and a stakeholder group of  parents, providers, advocates, county mental health directors and youth..


Identify Cost Savings
The federal Medicaid agency requires that the state demonstrate that HCBS waivers are cost-neutral from the perspective of the federal government. The experience of Kansas and Vermont suggest that this will not be difficult, given the extraordinary cost of inpatient psychiatric care.  The cost of keeping a child or youth in Metropolitan State hospital is more than $120,000 per year, of which the federal Medicaid program pays approximately half.  There can be little dispute that community-based care is far less.  What is needed is better data on the number of children who cycle in and out of state or local psychiatric hospitals or acute psychiatric units and those who could be treated in a less segregated level of care, the costs of this inpatient care and the potential cost savings if these hospitalizations are also averted as a result of the waiver.  This information should also be a part of the state’s Olmstead planning process.  

In addition, to be politically viable, a children’s SED waiver must be able to demonstrate cost savings to the state.  This task also requires new data and information which is only partially available at present.  State and county officials know that they are spending millions of dollars on emergency psychiatric care, state hospital beds, probation placements and Youth Authority incarceration when children and youth are unable to obtain mental health care early.  The Little Hoover Committee Report calculated the effect of just a 10% reduction in the number of children who fail to receive needed mental health services in school, the number of children who get into trouble with the juvenile justice system, the number who are incarcerated at the California Youth Authority, and the number who are admitted for emergency psychiatric treatment.  (Page 30).  The report concluded that by providing mental health care earlier and in the community, California can realize savings of millions of dollars and give these children the opportunity to be productive members of society.

A new SED waiver could also potentially cover an increased portion of the costs of AB 3632 mental health services required through the special education system.  AB 3632 services are often the only source of mental health care for uninsured or under-insured families whose children are not Medicaid eligible and who cannot pay for treatment on their own.  As a result, county mental health programs are facing a fiscal crisis.  Even when a county such as Los Angeles makes a concerted effort to obtain Medi-Cal reimbursement, at most only 25% of their AB 3632 services will be covered.  A Medicaid waiver would provide federal matching funds for many more AB 3632 youth, since most have been or are at risk of hospitalization.  What is needed is more and better data.  The State Departments of Education and Mental Health released a report in 1997 on Mental Health Services and Special Education, but the data is limited and out of date.  
Conclusion

The DD waiver has drawn down significant federal funds to help California provide community alternatives to institutional care for regional center clients.  Other States such as Kansas and Vermont have used a Medicaid waiver to target services to SED children at risk of institutionalization.  The Little Hoover Commission recognized the need for a federal waiver to give California the extra funds it needs to meet the needs of seriously emotionally disturbed youth.  California can go down the path cleared by Vermont, New York and Kansas to draw down additional federal funds.  The opportunity can be realized through legislation that directs the Departments of Health Services and Mental Health to:

 (1) Retain an experienced consultant to assist their staff develop a children’s SED waiver; 

(2) Convene a stakeholders group representing county mental health directors, mental health providers, parents, advocates and youth themselves to work with the consultant to design the waiver (including the defining the target population and services to be provided to keep children in their communities);

(3) Gather the demographic and fiscal data the consultant and the stakeholders group will need for their work; and 

(4) Direct the Department of Health Services to submit this waiver within the year to ensure speedy implementation.   

� Reports by the Bazelon Center for Mental Health Law identify the states which have this type of waiver and offer helpful models which California could follow.  These reports from the Bazelon Center for Mental Health Law are entitled: Making Medicaid Work to Fund Intensive Community Services for Children with Serious Emotional Disturbance, July, 1994, Making Sense of Medicaid for Children With Serious Emotional Disturbance: A Review of How States Provide Access to the Most Effective Community Based Services for Children on Medicaid Who Need Mental Health Care, September, 1999,and Relinquishing Custody: the Tragic Result of Failure to Meet Children’s Mental Health Needs, March 2000.  The reports are available from www.bazelon.org or by calling 202-467-5730.





2 Relinquishing Custody, p. 41.





3 Relinquishing Custody, p. 42.





4 Relinquishing Custody, p. 49.





5  Kansas' latest waiver application states that it used four data sources to determine the number of individuals that would be served under its waiver:  data from community mental health centers on the number of children identified with SED served by these centers that, national prevalence rates for SED to predict the number of children in Kansas that could be diagnosed with SED, data from two federal pilot sites serving children including those diagnosed with SED, and the percentage of these children with SED that required a hospital level of care, and qualitative data from the experience of providing services to SED children from these pilot projects. 6/12/97 Home and Community Based Waiver Application for Kansas,  p. 75 (on file).





6 Kansas provides family training and support, wraparound facilitation/community support, independent living skills, and respite care services.   These services are defined by the state in its waiver application. Relinquishing Custody,  p. 39. California may find that other services are necessary to enable California's children with SED to remain in their communities.





"Working in partnership with people with disabilities —  to protect, advocate for and advance their

human, legal and service rights; striving toward a society that values all people and supports

their rights to dignity, freedom, choice and quality of life."
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