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Clinical Effectiveness of Home and Community-Based Services

REPORT OF EXPERT WITNESS

Barbara J. Burns, Ph.D.

Rosie D. v. Romney


This report on the effectiveness of home and community based services was prepared at the request of the plaintiffs’ counsel.  It includes a list of all information considered in forming my opinions.  A copy of my current curriculum vitae which details my professional experience and includes all of my publications is attached as an appendix.  

Qualifications and Experience

My experience relevant to the Rosie D. case consists of a decade of providing clinical mental health services in Massachusetts, and then a shift to a research career at the National Institute of Mental Health and then Duke University School of Medicine, to address questions relevant to the provision of effective services for children and families.  


When I first went to Massachusetts to study for my Ph.D., the state had a history of leading the country in child mental health reform.  Examples of this leadership were evidenced by the child guidance movement; the Boston Juvenile Court Clinic; closing of Division of Youth Services detention facilities; Chapter 766 legislation (the forerunner of the federal legislation, P.L. 94-142, and later the Individuals with Disabilities Education Act [IDEA], mandating comprehensive services for school-age youth); neighborhood health centers with integrated health/mental health services; and integration of child services across state agencies (led by Mary Jane England, M.D.).  For me, directing and providing home and neighborhood-based mental health services under the auspices of a neighborhood health center was highly rewarding because it was possible to collaborate in the provision of a wide range of services across child serving agencies.  Subsequently, as clinical director for child mental health services in a large community mental health center in Boston. The challenges of serving youth with severe mental illness, especially obtaining access to intensive home and community-based services for youth ready for hospital discharge, provided some of the motivation to shift to a research career. The core issues confronting us today in the Rosie D. v.  Romney case (despite a more extensive array of services available), are very similar to the challenges faced twenty-five years ago.


My research career since that time has been guided by both the positive experience with the integrated health/mental health model and concern about the failure of the mental health system to address the needs of youth with the most severe emotional disturbance and impairment.  I left Massachusetts for NIMH equipped with a health center model that was ready to be shared across the country and a strong commitment to address the need for effective treatment and service systems which could be responsive to the critical needs of children and families.  During my early years with the government, the Child and Adolescent Service System Program (CASSP) was initiated, followed by research on systems of care and on intensive home and community-based services.  I was fortunate to have been an active participant in these endeavors, in addition (later on) to reviewing the evidence for mental health services for the first Surgeon General’s Report on Mental Health (1999).


Throughout my clinical and research career, probably the most significant lessons learned were that: (1) a knowledge base demonstrating that services are effective is essential; and (2) just as critical is the organization and financing of services such that they are easily accessible in a timely manner and provided for the appropriate duration, intensity, and quality.

Documents and Materials Reviewed

 
In addition to the materials and references which appear at the end of this report, I reviewed the documents from Massachusetts set forth in Appendix A attached to this report.

Background and Rationale for Home and Community-Based Services

The seminal events and initiatives which provide the background for a shift in many states from a primary reliance on institutional and residential services to home and community-based services are highlighted below:

$ 
The Joint Commission on Mental Health of Children (1969) concluded that services for children were seriously inadequate.  Only a fraction of those in need were being served.  Treatment consisted of office-based psychotherapy or play therapy and residential placement when that failed.  

$ 
In Unclaimed Children (1982), Knitzer reported limited access to care, ineffective care in restrictive settings, and that less than half of the states had a staff member assigned to direct children’s mental health services;

$ 
The Child and Adolescent Services System Program (CASSP) was formed at NIMH in 1983 to build integrated systems of care.  Grants were given to states that  were willing to reorganize their service delivery systems and facilitate the development of interagency and community collaboration;

$ 
A few years later, The Robert Wood Johnson Foundation initiated MHSPY to extend CASSP in supported states.  Led by Mary Jane England, M.D., clinical services were infused into system development.  MHSPY sites increased understanding about provisions of clinical care in the community in the context of wraparound.  MHSPY programs have become national models of integrated care, especially Wraparound Milwaukee, the Dawn Project in Indiana, and MA-MHSPY;

· The Comprehensive Community Mental Health Services for Children and Their Families Program was authorized by Congress in 1992 and is the largest federal program to date.  It now supports 90 home and community-based programs and (see Appendix A for map of locations).  The CASSP philosophy and values (i.e., family-centered individualized care, less restrictive settings, and culturally competent services) thrives in these home and community-based and integrated service systems.  A more recent feature is that new sites must implement selected evidence-based interventions.  In addition, specific evidence-based treatments for youth with SED are being tested experimentally in a number of sites;

$ 
The Surgeon General’s Report on Mental Health (U.S. DHHS, 1999) communicated a hopeful message to the field – that it is possible to address the clinical needs of youth with SED.  There is strong evidence for diagnosis-specific treatment, including psychosocial,  psychopharmacological, and comprehensive home and community-based interventions for  this population;

$ 
The President’s New Freedom Commission on Mental Health Subcommittee on Children and Family (2003) outlined nine standards for children’s mental health (p. 2) with home and community-based care heading the list:

Home and Community-Based Care – Children belong in their homes and in their communities and every effort should be made to keep them there and to return them from institutional to home and community settings.

Family Partnerships – The family is the most important and life long resource in a child’s life, as well as being legally and morally responsible for a child.

Comprehensive Services and Supports – A broad array of services and supports should be available to children and their families, responding to issues that are biological, neurological, psychological, and social.

Cultural Competence – Services and systems should be responsive to the cultural perspectives and racial, ethnic, cultural and linguistic characteristics of the diverse populations served.

Individualized Care – Services should be individualized to each child and family, guided by a comprehensive, single plan of care for each child and family, that addresses strengths, as well as problems and needs. 

Evidence-Based Practices – When state-of-the-art, evidence-based interventions are available, families should be informed of them, and these interventions should be made available to children and families.  

Coordination – Services and systems should be coordinated at the service delivery level, and the agencies and programs that serve children should be linked with those serving adults.

Early Identification and Intervention – Services and supports should emphasize early identification and intervention, as well as prevention of mental health problems, to maximize the likelihood of positive outcomes.

Accountability – There should be a clear point of responsibility and accountability for children’s mental health care at all levels. 


These nine standards above are critical to the effectiveness, coherency, and accessibility of these programs.  The Subcommittee, however, did acknowledge a need to realign current spending to achieve the preceding standards.  In this vein, the following recommendation appeared:

“Develop a Plan for Medicaid to Support Home and Community-Based Services and Supports and Individualized Care”   (p.3)


Although Medicaid has funded home and community-based services for many years, this recommendation was appropriate and necessary because some states, like Massachusetts, have not uniformly made these services available in their Medicaid programs or through EPSDT benefits.  The recommendation is particularly relevant to Massachusetts, which, as evident in the Complaint, does not provide home and community-based services statewide to Medicaid-eligible children, consistent with the standards in the President’s Commission’s Report.


In summary, major reports and initiatives on child mental health services over the past 35 years have communicated recurrent themes.  The persistent focus is on reducing institutional service use for youth and substituting greatly improved, more effective, and less costly home and community-based services.  These issues remain a national concern, despite innovative initiatives, legislation, and policies to support systematic change in the provision of services to children and families.  These intentions have been repeated in by President’s New Freedom Commission on Mental Health as recently as 2003.


Despite these national trends, the Rosie D. complaint describes the inadequacy of mental health services for children with serious emotional disturbance (SED) in Massachusetts.  Failure of the service system for these children and families described in the complaint is manifested in many ways:  premature discharge before stabilization from inpatient settings; discharge without needed services; placement in community services without the clinical capacity to serve them; unnecessarily lengthy inpatient/residential stays due to a lack of community services; shifts from hospital to residential services instead of return to the community; and/or inappropriate use of juvenile justice and child welfare facilities.  Such systemic problems further increase the risks of poor outcomes for youth, already a serious concern (Greenbaum, et al., 1998), who suffer significantly from diagnosed mental, behavioral and/or emotional disorders and are functionally impaired. 


The problems cited above are not unique to Massachusetts.  They are addressable through federal Medicaid legislation which entitles children in Massachusetts and across the country to medically necessary mental health treatment which must be available state-wide.  Children who are eligible for Medicaid are entitled to any federally authorized Medicaid service.  Under the Early and Periodic Screening, Diagnosis, and Treatment (EPSDT) mandate, all states must screen eligible children, diagnose conditions found through a screen, and furnish appropriate medically necessary treatment to correct or ameliorate defects and physical and mental illness and conditions discovered by the screening service (42 U.S.C. §1396d(a)).  


The most effective approach to address the above set of problems through Medicaid is the provision of intensive home and community-based services.  However, these services – which families report are the most helpful to them – are often the least available (Bazelon Center, 1999).  The leading approach to conceptualizing the array of home and community-based services for children is sometimes called “wraparound.”  The core treatment interventions of home and community-based services, listed below, are consistent with the description of home and community-based services requested by the plaintiffs in their Complaint and are Medicaid reimbursable, except for certain educational services that must be provided by local educational authorities under special education laws.  However, I understand that certain Medicaid-covered services, such as speech, occupational, and physical therapy offered by local school systems are reimbursed by Medicaid pursuant to Municipal Medicaid contracts with each school system.   

$ 
case management – coordination of care and advocacy to enable the child and family to access other services and benefits to which they may be entitled;

$ 
individualized service plans – generally developed with interdisciplinary, interagency teams;

$ 
an array of home based and community-based mental health services and supports;

$ 
school based services – including afterschool and summer services;

$ 
24-hour crisis response;

$ 
parent education and training – on the child’s disorder and its management;

$ 
parenting skills, family counseling, etc.; and

$ 
family support services.  









(p. 6, Bazelon Center, 1999)


Clearly, Massachusetts and its Medicaid agency, the Division of Medical Assistance (DMA), have experience with operating, funding, and evaluating wraparound and home-based programs.  It has funded the Massachusetts Mental Health Services Program for Youth (MA-MHSPY) since 1997 and expanded it in 2003.  Recently, DMA has developed a new model, Comprehensive Family-Focused Care (CFFC) in five communities.  Despite its name, CFFC is less than comprehensive, in that it does not include health care and does not integrate all needed mental health care in a single provider, as it is done in MA-MHSPY.   Instead, most needed treatment and support services must be obtained from other agencies that are part of the Partnership’s provider network, and are all subject to separate eligibility and review criteria.    Nevertheless, these two models, especially MA-MHSPY, are generally consistent with nationally accepted mental health treatment standards for home and community-based programs.  However, both provide only an option for class members in a handful of geographical areas, but not the whole state.

Description of Home and Community-Based Services

Home and community-based services funded by Medicaid are those which meet the following four criteria: (1) specific treatment and support components have been identified and integrated into a cohesive treatment approach; (2) recognizable quality criteria guide the provision of the services; (3) service outcomes are clear and obtainable; and (4) the services are funded by Medicaid.

(1)
Specific treatment and support components exist as part of a cohesive treatment:


Home and community-based services may include a broad array of mental health treatments that assist the child to remain at home or in her home community.  These services are planned, monitored, and coordinated by a team and function as a unified and single program that integrates discrete interventions including:

Intensive Case Management (including Wraparound) – An approach to assessing, planning, and coordinating treatment, linking formal or informal services; may be done by single case manager or team.  A small caseload and greater intensity of services differentiate intensive case management from usual case management.  Usually there are no time limits, and flexible funds may be available.

Multisystemic Therapy – A home and community-based treatment that addresses multiple determinants of serious clinical problems through intensive behavioral and systemic interventions (daily contact in the home if needed) for a limited time period (4-6 months).

Treatment Foster Care – Foster parents with professional training are supervised closely to work with children who are expected to live in their homes for 6-9 months or longer; the national average is 22 months.

Mentoring/Behavioral Aide – A nonprofessional with good child relationship skills helps children remediate problematic behaviors and develop more positive behaviors, as well as increasing their engagement in school or in the community, provided in school or after school, up to five days a week.

Family Education and Support – Often a parent-led group, designed to increase understanding of childhood disorders and offer peer (parent) support to decrease the stress of parenting a child with a disability.

Crisis Care – Used in emergency situations for immediate care; should include some combination of telephone hotline, mobile crisis team, shelters, and emergency room.

Clinical Supports – Psychotherapy and medications are utilized to treat specific emotional and behavioral conditions in conjunction with other home and community-based services.  Psychosocial interventions may be provided to the child directly, to parents and children separately, or to the family as a group and tend to be offered on a more time-limited basis than other types of services described above.  Psychotropic medications are frequently prescribed for youth with SED and can be an important part of effective treatment – one that also requires close monitoring.


A survey of states and territories published in 1999 found that wraparound was available in 88% of U.S. States and territories and provided to over 91,000 youth across the country (Burns and Goldman, 1999).   Most of these programs, like MA-MHSPY, offer full access to mental health services within a single network, which is far superior to other service models, like CFFC, that:  (1) require re-establishing eligibility for each discrete service or treatment; (2) require negotiation for care with a separate managed care network or other public or private agencies; (3) place arbitrary limitations on duration of services; and (4) use a restricted set of clinical and support interventions.

(2)
Recognizable quality criteria guide the provision of the services:


Critical to the effectiveness of intensive home-based services is how they are implemented for youth with long-term (usually chronic) problems.  Meaningful engagement of the family is essential.  Establishing a trusting relationship, providing education about the child’s problems and potential interventions to address them, and family participation in decision-making are important. There must be a team that includes the family, relevant professionals and providers, and a case manager or care coordinator.  Clinical and support services meet established criteria for quality, including effective, patient-centered, timely, efficient, and equitable (See IOM, 2001).  To meet these criteria, the specific or discrete treatment interventions must be integrated and coordinated by the team. 

(3)
Service outcomes are clear and obtainable: 


Expected outcomes are that the services provided will keep a child ‘at home, in school, and out of trouble’ (Rosenblatt, 1993). The true goals of an intervention are to enable a child to function in his/her natural environment (family, school, and neighborhood) and to master social, behavioral, and developmental tasks under conditions where they will be applied, in contrast to a clinic or an institutional facility.


To achieve increased functioning at home, in school, and in the community requires reaching out to the family and assessing clinical needs under usual conditions in the home.  Home is also the preferred locus of treatment because the clinician can observe family interactions, parental and child strengths, methods of discipline, and because the intervention can occur in vivo.  In other words, learning occurs in the setting where it will be practiced. Home-based care also enables the clinician to understand environmental constraints (e.g., community violence, poverty), to identify pro-social opportunities (e.g., social and recreational agencies), and to learn about cultural values.  Such information can be utilized to access community resources and reduce risks for the child. 

(4)
The services that can be included in state Medicaid plans or funded by Medicaid:




States pay for comprehensive home and community-based services with Medicaid dollars through a Section 1115 waiver like Massachusetts, EPSDT, carve-out mechanisms, and 1915(c) Home and Community-Based Care waivers (HCBS).  Some examples follow which show how other states have approached the provision of home and community-based services under Medicaid:

Arizona has a 1115 waiver that enables use of Regional Behavioral Health Authorities which offer a continuum of behavioral health services including mental health services for children.  The “Arizona Vision” and “Arizona Children’s Principles” emphasize partnering with families and children, interagency collaboration, and individualized strengths-based training and services aimed at achieving meaningful outcomes for children and families. (http://www.ahcccs.state.az.us/site/)

Delaware operates their child behavioral health care system though contracts with commercial managed care organizations and the state Division of Child Mental Health Services (the first public and the first child system in the nation to be JCAHO-accredited).  The state also has a 1115 waiver which provides services based on medical necessity which may include mobile crisis services, clinical services teams, treatment planning, monitoring, and case management, wraparound services and supports, in-home services, therapeutic foster care, and family support and education. (http://www.hrsa.gov/tpr/states/Delaware-Medicaid-Covered-Services.htm)

Rhode Island provides services through an initiative acronymed CEDARR which stands for Comprehensive Evaluation, Diagnosis, Assessment, Referral, and Reevaluation services and supports. CEDARR Family Centers are intended to serve as a family- centered, comprehensive source of information, clinical expertise, connection to community supports, and assistance to aid the family in meeting the needs of their child. (http://www.dhs.state.ri.us/dhs/dcedarr.htm)


These states are but examples of a national trend.  The results of a 1999 national survey, recently cited in a report to the National Conference of State Legislatures, found that 43 states covered case management and 35 states covered intensive home-based services (Kenny, Oliver, and Poppe, 2002).

The Effectiveness of Home and Community-Based Services

The demonstration of positive outcomes from treatment is the core of evidence-based medicine.  Attention to the evidence in medicine has a less exacting parallel in mental health, where somewhat similar methods and standards are applied.   Establishing a treatment as evidence-based generally relies upon criteria such as multiple randomized trials, results from more than one team of investigators, and use of treatment manuals.  While child mental health treatment research has expanded in recent decades (see Burns, Hoagwood, and Mrazek, 1999), the research base for home and community-based services for youth is more recent and for some interventions may be less well-developed resulting in use of less stringent criteria (e.g., any comparison group, use of an established outcome in an observation [pre-post] design [Farmer, et al., 2004]).


The summary of outcomes for interventions presented below, however, comes only from studies utilizing experimental designs.  As observed, the strongest evidence is for multisystemic therapy, intensive case management/wraparound, and treatment foster care.  Outcomes highlight a decrease in aggressive behavior, improved functioning, and less restrictive placements across interventions.

Intensive Case Management/Wraparound

Research design: 4 randomized clinical trials; 4 quasi-experimental design

Outcomes:  Less restrictive placements; better behavioral adjustment, family functioning, and reduced delinquency

Multisystemic Therapy

Research design: 8 randomized clinical trials; 1 quasi-experimental design

Outcomes:  Fewer arrests, fewer placements, decreased aggressive behavior

Treatment Foster Care


Research design: 4 randomized clinical trials


Outcomes:  More rapid improvement, decreased aggression, better post-discharge outcomes

Mentoring/Behavioral Aide


Research design: 1 randomized clinical trial


Outcomes:  Less substance use and aggression; better school, peer, and family functioning

Family Education and Support

Research design:  2 randomized clinical trials (includes one underway)


Outcomes:  Increased knowledge and self-efficacy about mental health service use

Respite Care

Research design:  2 wait-list control experiments


Outcomes:  Fewer placements, reduced family stress

Crisis Care


No controlled research

Clinical Supports


Shifts in the provision of psychotherapy (i.e., diminished influence of psychoanalytical approaches, behavioral and cognitive behavioral approaches have become the dominant treatment modality; and ecological approaches which address the interplay of complex systems in which children and families live) are consistent with an emerging evidence base documenting positive outcomes for youth.  Evidence for treatment for the most frequently occurring childhood conditions (anxiety disorders [including trauma], depression, attention-deficit/hyperactivity disorder, and other disruptive disorders) is strong for each and based primarily on clinical trials (See Surgeon General’s Report on Mental Health; Burns, Hoagwood, and Mrazek, 1999; Burns and Hoagwood, 2004).  


The use of psychotropic medications for youth has increased dramatically in recent years while issues of safety and adequate evidence for their use persist.  A recent review of clinical trials provides direction for prescribing physicians by class of drug applied to the major psychiatric conditions experienced by youth (Pappadopulos, et al., 2004)


Controlled studies, which are considered to generate the highest form of evidence, have not yet been conducted on MA-MHSPY.  The research which has been conducted is observational (pre-post design), and this is an acceptable design for developing interventions (Farmer, et al., 2004).   Significantly, the findings and outcomes from MA-MHSPY are consistent with those from controlled studies in other states, and the outcomes criteria used in MA-MHSPY represent the standard for measurement in studies conducted throughout the United States.  Thus, confidence in the impressive findings for MA-MHSPY is strong.  The outcomes from the Massachusetts program include:

$    Nearly a three-fold reduction in hospitalizations, residential care, and foster care;

$ 
A 28% drop in the Child and Adolescent Functional Assessment Scale (CAFAS) which measures functioning and impairment; and

$ 
Scores on the Child Behavior Checklist (CBCL) improved by 8.5% (and the average score moved from the clinical range to below the clinical range).
In contrast,  SEQ CHAPTER \h \r 1the  SEQ CHAPTER \h \r 1 scientific evidence does not support use of residential or institutional care.  The benefits of such care were not documented in controlled studies.  Use of residential/institutional is a last resort for youth who could be more effectively cared for in the community.   SEQ CHAPTER \h \r 1Historically, the only alternative to residential/institutional care was outpatient office-based treatment.  This was not sufficient to protect either youth or society or to effectively treat youth.  Recent evidence for community-based interventions offers alternatives which suggest benefits for youth and lack the risks and potentially deleterious consequences of hospital/residential care.  These risks include: (1) failure to learn behavior needed for functioning in the community; (2) the possibility of trauma, associated with the separation from the family; (3) difficulty re-entering the family or even abandonment by the family; (4) further victimization; and (5) the learning of antisocial or bizarre behavior from intensive exposure to other disturbed children (see Barker, 1988; and Dishion, et al., 1999).  Further, long-term outcomes based on a large longitudinal study of youth who received resident treatment reports police contact for approximately two-thirds (66.5%) and a high rate of school drop-out (Greenbaum, et al., 1998).


A brief summary of findings and conclusions is shown below; more detailed information about these studies can be found in the Surgeon General’s Report (U.S. DHHS, 1999; pp. 161-172).

Hospital

Research design:  3 randomized clinical trials


Outcomes:  Findings in favor of community, not hospital treatment

Residential Treatment Center


Research design:  2 quasi-experimental study designs

Outcomes:  Gains in residential treatment center were equal to treatment foster care (TFC provided at one-half cost)

Group Home


Research design:  2 quasi-experimental study designs

Outcomes:  Mixed findings – gains and deterioration observed, (e.g., increased arrest rates)


To further address the residential care issue, a recent study involved random assignment to an intensive five-day a week residential program or a community-based alternative, family preservation program.  Youth in the residential program demonstrated clinical deterioration and increased symptoms of anxiety and depression, in contrast to youth in the community-based program whose symptoms of attention-deficit/hyperactivity disorder, anxiety, and depression improved (Wilmshurst, 2002).

 SEQ CHAPTER \h \r 1Conclusions

I have reached the following conclusions based on the materials reviewed for the Rosie D. v.  Romney class action suit, my understanding of the potential to provide home and community-based services under EPSDT, and my knowledge of the scientific literature:

First, comprehensive and medically necessary home and community-based treatment and support services are not provided to many children with SED in Massachusetts.  Because such services are not available, many children remain for unnecessarily long stays in hospitals – at great cost to the well-being of these youth and society.  Others are transferred from hospitals to residential treatment centers when home and community-based care would be more beneficial.  Still others are left at home with insufficient support and the likelihood that they will eventually become institutionalized as a result.  In addition, some children requiring hospital care cannot be admitted because beds are filled with youth who have no discharge destination.
Second, while Massachusetts supports multiple agencies at considerable cost to provide certain components of community-based mental health services, lack of key service components and overall integration of services, as well as serious access limitations reduce their effectiveness.  The provision of services by multiple agencies with different eligibility criteria, and separate authorization requirements for each service type, prevents timely access to necessary care.  This is particularly problematic around critical events such as discharge from hospital or access to crisis services, which might prevent a hospital admission.  Moving children and families from agency to agency results in a lack of continuity of providers – highly problematic because informed clinicians are vitally necessary to develop child and family engagement.  In the absence of an organized service system, the failure to provide case management to coordinate services across these agencies further contributes to inappropriate use of hospitals.  Other quality issues reduce effectiveness even when services are provided systematically, e.g., arbitrary time limits on service provision for youth with chronic conditions, failure to provide the intensity needed (once a week home visit when daily is needed).
Third, while Massachusetts offers two models of organized service systems (MA-MHSPY and CFFC) they are not available statewide.  Both address: continuity of caregivers; integrated services (more so in MA-MHSPY than CFFC which requires accessing a managed care network to obtain clinical services); and comprehensive treatment and support services (although less true for CFFC, where the array of services is not as extensive as in MA-MHSPY).  Both are family-centered. Time limits for service provision do not exist for MA-MHSPY, but they apparently do for CFFC.

Fourth, the full array of integrated home and community-based services demonstrated as effective and provided under EPSDT in many states across the county are not offered under Medicaid in Massachusetts.  Most notable is the failure to include important services such as case management, therapeutic foster care, and behavioral aides/behavioral specialists in Medicaid’s mental health carveout program managed by the Partnership.
Finally, Massachusetts is missing a state-wide system with a comprehensive and integrated array of home and community-based services to address the needs of youth with SED, either to reduce admissions to institutional settings or to successfully care for youth after discharge from such settings.
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