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EXECUTIVE SUMMARY

The HSC Foundation, in partnership with The George Washington University’s Graduate School of Education and Human Development, conducted an exploratory multiple case study investigation to learn how three selected school districts in two states are serving children with special health and mental health care needs (CSHCN), the extent and nature of interaction between education and health or mental health care professionals, and challenges schools face in serving this population. The key research questions were: (1) How are selected school systems meeting the health and mental health needs of CSHCN; (2) To what extent, with whom, and how are the school systems interacting with health and mental health professionals to meet the needs of CSHCN; and (3) What challenges do districts and schools face in meeting the needs of CSHCN?

The findings of this research project are intended to:

· Inform education, health, and mental health care professionals about how school systems are currently serving CSHCN and where there might be room for innovation and improvement.

· Inform policy makers and school system leaders about the challenges school professionals face in serving CSHCN and to inspire ways to affect changes in policy, funding, and service delivery models.

· Provide ideas for further action or research, such as developing informational materials for parents or conducting related research.

Several findings from the study provide opportunities for further discussion:

1. School systems’ choices of resource allocation and staffing of health and mental health professionals varies and has a significant impact on the amount and quality of health and mental health support provided to students in schools.

2. School professionals identified that communication and collaboration with students’ outside health and mental health professionals enhanced their ability to provide effective and efficient care to their students; however, this communication occurred for only a fraction of students.

3. The use of individualized plans emerged as a common strategy for school staff to document and address the unique health and mental health needs of students but it was unclear how these plans were integrated and managed in the school setting, especially for students not being served through special education.

4. The ability of school personnel to address the comprehensive health and mental health needs of lower-income children and families is impacted significantly by state and local policy mechanisms.

Methodology and Design

Case study methodology was used for this exploratory study with a multiple case design and embedded units of analysis. The sampling frame of local education agencies (LEAs) within the mid-Atlantic region included 15 independent public school districts, ranging in size and demographic profiles. After obtaining Institutional Review Board approval, the research team submitted applications to conduct research in each of the 15 districts. The final sample included three participating districts.  A total of 56 participants in three district offices and eleven schools were interviewed. The research team used an in-depth, semi-structured interview lasting between 30 to 60 minutes as the primary method of data collection. The researchers developed the interview protocols based on the research questions and a literature review.  

1.  Health and Mental Health Staffing Choices Impact Services for Students

Study Finding A:

One district has a goal of employing a full-time registered nurse (RN) in every school and currently does have an RN in approximately 75% of their schools.  The other two districts have partnerships with their public health departments, which supply a public health RN for a cluster of three to four schools. Each school is staffed with a full-time health aide, and schools with higher special education populations have a full-time RN.

Implications:

· The students at schools with full-time RNs benefit from having their expertise available throughout the school day. However, these nurses reported having less time than the public health cluster nurses to participate in interdisciplinary meetings about students, communicate and collaborate with students’ outside health providers, and connect students and families to additional community resources since they had to staff the clinic full-time and address the day-to-day needs of the entire student population.

· Districts utilizing the public health nurse cluster model are able to target expertise. The health aide is trained to provide routine acute care and administer medication. This enables the public health nurse to target his or her expertise on students with greater health needs by writing individualized health plans, attending collaborative meetings, training school staff on students’ specific health needs, and communicating with students’ outside health providers.

· Even though the public health nurse cluster model does not have an RN in every school, it may serve as an example of a more cost effective and possibly more efficient way of allocating resources to those with the highest need.

· Future research may compare the outcomes and care for CSHCN at schools using the public health cluster model versus a full-time RN versus a school with only a health aide.

Study Finding B:

One district that did not employ social workers had a higher psychologist-to-student ratio.  The other two districts employ social workers and psychologists at the same lower ratio.  Staff from all three districts reported high levels of unmet mental health needs among students as a result of the limitations of schools to provide needed services as well as a lack of affordable and adequate mental health care opportunities in the community.

Implications:

· Staff in the two districts with social workers and lower psychologist ratios reported higher levels of student counseling and more extensive work in referring families to outside resources or communicating with their outside mental health providers. Psychologists in the district with no social workers rarely counseled students; they spent the majority of their time conducting evaluations for special education. Fewer mental health professionals also resulted in fewer staff members to participate in interdisciplinary meetings and the creation of individualized behavior plans for students.  

· Staff in all three districts reported high levels of unmet mental health needs among students, indicating that even having social workers and lower ratios for psychologists is not sufficient.

· One possibility school systems may want to consider is a formal partnership with the mental health department of their local jurisdiction, much like the public health department partnership established in two of the districts.

2.  Communication with Students’ Outside Providers seen as Beneficial

Study Finding C:

Staff in all districts perceived the communication and collaboration that did occur between professionals in the education setting and health or mental health professionals in the field enabled the school-based team to be better informed, more efficient, and coordinated in their efforts to serve particular students. However, this communication only occurred for a fraction of their students. School staff reported several barriers to communication with outside providers: lack of time on the part of school personnel, the student was not seeing an outside health or mental health provider regularly, the health or mental health professional was difficult to get in touch with, and in some rare cases, the health or mental health professional was unwilling to collaborate with the school staff.

Implications:

· Children who require mental health services beyond the scope of school-based care, such as psychotherapy or psychiatric counseling, continue to have unmet needs.

· Communities need to map available mental health services, paying attention to affordability and languages spoken, in order to determine where there may be particular need for additional community-based services.

· Research should be conducted to determine how school personnel can more effectively educate families and connect them with consistent outside health and mental health services.

· Research should be conducted to determine if student outcomes improve when school-based health and mental health professionals have regular communication with students’ outside health and mental health providers.

3.  Individualized Plans are Used to Provide a Higher Level of Service to CSHCN

Study Finding D:

Staff in all districts reported using individualized behavior plans, individualized health plans, and individualized education plans (for special education students) to establish higher levels of service for students with greater needs.

Implications:

· How these plans are integrated and what case management strategies are used to maintain them, particularly for non-special education students, remains unclear.

4.  State and Local Policy has a Significant Impact on the Ability of Schools to Link Families in Need to Services

Study Finding E:

Two of the districts operated under a state policy that provided a structure and mechanism for the school system to bring local community agencies (i.e., mental health, public health, parks and recreation, housing assistance, etc.) together to pool resources and brainstorm how to meet the comprehensive needs of lower-income families with CSHCN. This mechanism is a powerful tool in the efforts of all providers within a medical home to facilitate family-centered community-based care for children with multiple needs. The third district had no such structure set in place by policy and therefore, collaborating with other community agencies to meet students’ multiple needs was more cumbersome, bureaucratic, and lengthy. This suggests that when school systems have established relationships with community-based agencies and service providers, students who are in need of services external to the school system are more likely to have pathways to those services.

Implications:

· Policy makers have real power in affecting the ability of schools and other community providers to bring needed services to families with CSHCN.

· Further research could compare the outcomes of lower-income CSHCN being served in a locality with the structure in place and in a locality without such support.

Recommendations for Future Activities

This exploratory case study investigation raised many questions and opportunities for further investigation of the role of education professionals in students’ medical homes.  Recommendations for future work are divided into outreach opportunities, the development of models of best practice, and further research.

Outreach Opportunities

· Create educational materials for parents, students, schools, and/or community and private health and mental health providers to inform them about how to be involved in a student’s medical home.

· Convene a series of meetings in specific jurisdictions to discuss the issues raised by this study, and include conversation about policy influences, local school system decision making, and community mapping for possible district-wide formal partnerships with health or mental health providers. Identify and review existing best practices in other regions. 

Develop and Test Models

· Develop a model of best practice for education professionals’ involvement in the medical home and investigate process and outcomes through demonstration projects with formative and substantive evaluations.

· Analyze school systems’ administrative structures with respect to supporting service delivery of health and mental health services to CSHCN and develop models of best practice.

· Based on identified priorities, model development might include analysis of the role and responsibilities of school systems for professional development with respect to the CSHCN population and service delivery systems.  Particular topics to target for analysis are early identification, intervention, and prevention efforts, especially for mental health needs, and case and coordinated care management for both health and mental health services.

Further Research with Different Populations and Methodologies

· Conduct a study focused more specifically on issues of transition with respect to health and mental health needs and services for CSHCN students including the differences in transition needs between early childhood, elementary, secondary, and adulthood. 

· Conduct similar investigations among a larger sample of districts and schools and/or expand the studies to include the perspectives of community or private health and mental health professionals and parents.

· Conduct a similar investigation targeting CSHCN aged 3-5 within Head Start, state, and local education systems’ funded pre-kindergarten programs, and among private preschool settings.

· Conduct in-depth research comparing various models and their elements (e.g., staffing, service delivery system, communication, etc.) in terms of the impact on student outcomes.

· Conduct cost-benefit analysis studies on the various service delivery systems for school-based health and mental health services within districts and schools.

Abstract

Children with special health care needs (CSHCN), including those with mental health needs, are increasingly included in the public school population due to improved survival rates and the policy-influenced trend toward including students in the least restrictive environment.  Little research currently exists on the role of the school within a medical home for CSHCN.  This exploratory case study investigation was designed to learn how selected school districts are serving CSHCN, the extent and nature of interaction between education and health care professionals, and challenges schools face in serving this population. The findings indicate the significant impact of district level staffing and resource decisions on the capacity of schools to serve CSHCN, the existence of unmet needs for a majority of students with mental health concerns, and the potential for formal district partnerships with community health and/or mental health agencies to extend and expand their capacity to serve CSHCN.  A discussion of the findings and recommendations for further research are provided.

Introduction

According to the 2001 National Survey of Children with Special Health Care Needs, 12.8 percent of children ages 0-17 nationwide have special health care needs, including medical, mental health, or developmental conditions (U.S. Department of Health and Human Services, 2004).  Over one-third of children with special health care needs (CSHCN) are living within 199 percent of the federal poverty level (2004).  Families of CSHCN are required to navigate not only the community health care system, but also the public school system, sometimes including the special education process.  CSHCN are enrolled in public school systems across the country requiring that significant resources be brought to bear in order to support and maintain them.  Their complex needs require school districts to build their capacity to provide educational and support services for CSHCN.  Increased school-based services and resources require both internal and external collaboration due to the interdisciplinary and interagency nature of the needs of CSHCN.  The need for higher levels of service and ongoing collaboration across disciplines results in multiple challenges for school systems in serving CSHCN.  It is in the public interest for education and health care professionals to have support for the development of coordinated systems of care in order to provide seamless, family-centered, and cost-effective services for CSHCN.  

Research Purpose and Questions

The purpose of this inquiry is to describe the current capacity of selected school districts to meet the needs of CSHCN and education professionals’ perspectives on coordination with health care professionals.  The primary research questions are: 1) How are selected school systems meeting the health and mental health needs of CSHCN; 2) To what extent, with whom, and how are the school systems interacting with health and mental health professionals to meet the needs of CSHCN; and 3) What challenges do districts and schools face in meeting the needs of CSHCN?

Literature Review

Children with special health care needs are defined by the Maternal and Child Health Bureau and in research literature as “those who have or are at increased risk for a chronic physical, developmental, behavioral, or emotional condition and who also require health and related services of a type or amount beyond that required by children generally.”  This is a broad definition that includes a range of conditions, some overlapping with special education disability categories (see Table 1).  The health care paradigm for CSHCN has shifted from a medical model to one emphasizing a family-centered approach to care, which integrates the child’s medical, educational, social, and emotional needs (Farmer, Clark, & Marien, 2003).

A number of federal statutes and several strands of literature inform this inquiry, including CSHCN in schools, systems of care, the medical home framework, and the roles and responsibilities of education professionals within a system of care.  Even though standards of care currently call for cross-disciplinary coordination within a system of care for CSHCN, there is a paucity of information on the role of schools and the interaction between education and health care.  Some literature oversimplifies this issue by classifying education services as part of the ambiguously-termed category of “community services” when explaining the importance of cross-disciplinary coordination with health care professionals (e.g., Bronheim & Tonniges, 2004), but fails to explicitly address the role of the education sector. 

Policy Influences

Several legislative mandates frame and support the development of systems of care for CSHCN, children with disabilities, and children at risk (Roberts, Behl, & Akers, 2004).  The Individuals with Disabilities Education Act of 2004 (IDEA) mandates educational and related services, specific multidisciplinary procedures, and parental rights pertaining to the education of children with disabilities age zero to 21.   Section 504 of the Rehabilitation Act, last reauthorized in 1998, protects qualified individuals with disabilities from discrimination or denial of services from organizations receiving federal funding, including local education agencies.  Finally, the Maternal and Child Health Services Block Grant authorized in Title V of the Social Security Act includes discretionary funding for programs that facilitate the development of comprehensive, family-centered, community-based, culturally competent, coordinated systems of care for CSHCN.

Children with Special Health and Mental Health Care Needs in Schools

The term “children with special health care needs” encompasses groups of children and youth with a variety of conditions and a range of severity.  According to Title V of the Social Security Act, CSHCN include three overlapping groups of students who may or may not be served through special education: those with 1) chronic medical illness, such as asthma, juvenile diabetes, or cancer; 2) developmental disabilities or mental retardation who may also be medically fragile and require equipment such as a feeding tube, tracheotomy, Vagus nerve stimulator, or ventilator; and 3) emotional and behavioral difficulties including attention deficit hyperactivity disorder, bipolar disorder, chronic depression, or emotional disturbance (Thies, 1999).  Difficulties arise when the terminology used to describe such students varies for the education and health care communities (Lightfoot, Mukherjee, & Sloper, 2001; Thies, 1999).  Terms such as medically fragile, chronic health condition, developmental disabilities, and other health impaired may have disparate or overlapping meanings depending on the professional community using the term.  Not being able to always clearly define the population has implications for accurate prevalence data as well (Thies, 1999).  Regardless of what terms are used, each type of CSHCN requires a different set of educational services and support within the school aligned with the individual needs of the impacted child and his or her family.

Health and mental health conditions affect educational outcomes for students. Thies reports that almost half of “students with chronic illness report falling behind in their school work, leading them to dislike school” (1999, p. 393).  Frequent absences and the social and emotional ramifications of chronic health conditions also contribute to lowered academic achievement (Thies, 1999).  Often chronic health or mental health conditions require maintenance medications, resulting in a wide range of side effects likely to impact educational outcomes, such as fatigue, mood swings, anxiety, impaired concentration, lowered immune system, and impaired attention (Thies, 1999).  In a review of experimental studies examining the educational impact of diabetes, sickle cell anemia, and epilepsy, Taras and Potts-Datema found that each condition does have academic implications for students, but that the levels of deficiency and “specific areas of cognitive impairment are not as well understood” (2005, p. 255).  

Certain features of chronic illness can be impacted by school system policies and procedures such as a nurse supporting diabetic students with insulin pumps or various school staff being knowledgeable and aware about the signs of stroke for students with sickle cell anemia and signs of seizure for students with epilepsy (Taras & Potts-Datema, 2005).  Schools that provide support and encouragement for families to keep medical appointments and monitor their child can also impact outcomes for the student.  School reentry for CSHCN after prolonged or frequent absence due to their health or mental health needs can also have an impact on social, emotional, and educational outcomes. While several authors (Lightfoot et al., 2001; Sexson & Madan-Swain, 1993) suggest that successful transitions and improved outcomes can be enhanced with continuous cooperation, school staff are not typically well informed or trained about chronic illnesses and feel unprepared to meet the needs of CSHCN in the mainstream. (Kliebenstein & Broome, 2000).

Schools are in a unique position to identify and serve students with chronic health or mental health needs along a continuum from prevention to treatment.  Thies recommends that school nurses, guidance counselors, teachers, psychologists, and administrators “develop a systematic approach for identifying and working with children with chronic illness” (1999, p. 396).  She (1999) also recommends that one person be designated as the point of contact within the school, such as a care coordinator or community liaison, for families and providers.  This system often exists for students who fall into one of the disability categories identified through the Individualized Education Plan (IEP) process, although coordination may or may not include health care professionals; whereas students who may have less severe conditions or have a health need that does not overlap with a disability may fall through the cracks.

While many professionals recognize the importance of communication and coordination among families, school staff, and the health care community, it can be challenging.  Mukherjee, Lightfoot, and Sloper’s exploratory study (2002) identified several barriers to effective communication reported from both school and professional health staff including confusion about the boundaries of roles and responsibilities for education and health personnel, concerns about confidentiality, and the perception that the members of the education and health community were not equal partners.  Weist, Ambrose and Lewis (2006, p. 46) identified challenges that may be inherent to the “blending of roles” in transdisciplinary work, especially among school psychologists, social workers, and school counselors.  They noted most especially the threats to traditional authority, turf wars, and the constraints of job duties.  As well, Bronheim and Tonniges (2004) identified decision making styles, terminology, perspective, and perceived status as challenges in communication between health care professionals and other community service providers.  Some have advocated for the creation of a new role, the pediatric school psychologist, to bridge the educational and health communities (Power & Parrish, 1995) or for the use of existing personnel to assume care coordination responsibilities, such as social workers (Frey & Dupper, 2005), school nurses (American Academy of Pediatrics, 2001), or school psychologists (Nastasi, 2000).

The definition of CSHCN contains children and youth with mental health needs.  Almost 29% of CSHCN have needs that include emotional, developmental, or behavioral issues (Child and Adolescent Health Measurement Initiative, 2005).  A Surgeon General’s report indicated that “21% of U.S. children from ages 9 to 17 have diagnosable mental health problems and 70% of those youths do not receive services” (U.S. Department of Health and Human Services, 1999; Vanderbleek, 2004, p. 211).  In addition, all CSHCN are at a 55 percent greater risk to develop behavioral problems than a child who does not face chronic health issues (Jaffee, Gilbert, Canty-Mitchell, Qi, Austin, & Swigonski, 2005).

Most children who have mental health needs receive services through one of three sectors: education, mental health specialty providers, or general medicine (Farmer, Burns, Phillips, Angold, & Costello, 2003).  Due to the complex needs of children with serious mental illness or emotional disabilities (ED) and the involvement of multiple agencies, these students are often the most difficult for psychologists to treat and for schools to serve (Roberts, Jacobs, Puddy, Nyre, & Vernberg, 2003).  Roberts et al. explains “schools are the de facto mental health service provider because school systems are mandated to serve children” (2003, p. 519).  A study of points of entry into the mental health service system showed that 60% of youth services were initiated through the education sector (Farmer, Burns et al., 2003).  This trend places a significant burden on school-based clinical staff that is increasingly being asked to identify and diagnose, provide direct services, and consult with outside mental health professionals (Roberts et al., 2003).  Farmer, Burns et al. also found collaboration within a medical home to be more prevalent for youth who accessed mental health services through general medicine and specialty service providers rather than education.  This finding further suggests that the education sector is not fully integrated within the medical home for students with mental health care needs.

Schools utilize a variety of personnel to provide mental health supports to students, including school psychologists, clinical psychologists, social workers, and school counselors.  In addition to various staffing formulas, districts have used different strategies in their attempts to cost-effectively serve students with serious emotional disabilities, including placing them in private facilities.  Some districts support half day programs for students with ED, which can be maintained by schools and agencies within the students’ own community (Roberts et al., 2003).  Other school systems are engaging clinical mental health staff in school-based health centers with expanded mental health services (Meyers & Swerdlik, 2003).  Such programs are based on efforts to include families, educators, and community agencies in a collaborative effort to meet the serious mental health needs of these students (Meyers & Swerdlik, 2003; Roberts et al., 2003).  Efforts to integrate community and school resources and services to provide effective, cost efficient systems of care present substantial challenges.  

The Medical Home Model

The medical home model, considered best practice for community based pediatrics by the health care community, is an integral component of a system of care for CSHCN.  The concept of medical home, originally a term used for a central repository of medical information for CSHCN, has evolved into a “partnership approach with families to provide primary health care” (Sia, Tonniges, Osterhus, & Taba, 2004, p. 1473).  The evolution of the medical home concept coincides with a shift in social services to family centered, community based care and places an emphasis on addressing the needs of the whole “child and family in relationship to health, education, family support, and the social environment” (Sia et al., 2004, p. 1474).  This conceptual model includes the role of educational services within the medical home.  If children’s health needs must be met to ensure developmental and educational progress, then early intervention and preschool programs, along with K-12 schools, have an integral role in addressing the health and mental health care needs of CSHCN.

A medical home for a CSHCN within a system of care must be accessible, family-centered, continuous, comprehensive, coordinated, compassionate, and culturally effective (AAP, 2004).  The present study focuses primarily on the elements of the school’s role and coordination within the medical home.  Coordinated care in the medical home includes “interaction with early intervention programs, schools, early childhood education and child care programs, and other public and private community agencies to [ensure] that the special needs of the child and family are addressed” (AAP, 2004, p. 1545).  Information sharing between cross-disciplinary service providers is inherent to the concept of coordinated care.  Proponents of coordinated care advocate that the shared knowledge and treatment across the various environments experienced by CSHCN will improve care and produce better outcomes for children and families.

The use of a coordinated system of health care improves service delivery, cuts down on service gaps, and reduces service duplication (National Mental Health Information Center, 2001; Nickel, Cooley, McAllister, Samson-Fang, 2003).    In some cases systems of care may contribute to higher initial costs; however, analysis suggests long term savings in juvenile justice, child welfare, and medical care (Foster & Connor, 2005).  Cost sharing, reduced duplication, and spending on prevention in addition to treatment are benefits of less fragmented public health and mental health services.  Despite these benefits, collaboration between sectors is not consistent and often inadequate (Farmer, Burns et al., 2003).  

Roles and Responsibilities of Education Personnel within a Medical Home for CSHCN

Most CSHCN children and youth spend the majority of their time in school settings rather than in health care settings.  Therefore, education professionals are in a position to participate actively and meaningfully in a medical home model (AAP, 1999a; AAP, 2000).  While it makes sense for the primary care physician to be the central coordinator of detailed medical care, school professionals have an important role to play with respect to a child’s overall care, including their social and emotional health, connections with family, and assisting with access to additional community resources (AAP, 2000).  For CSHCN who are eligible for special education, the special education teacher who is designated as the student’s case manager plays a significant role in coordinating services within the school and with parents as well as serving as manager of the student’s IEP process (Mainzer, Dashler, Coleman, Kozleski & Rodriguez-Walling, 2003).  If a student has significant medical needs, the school nurse may be a natural point of contact for health professionals that interact with the student outside of school (AAP, 2001).  Finally, mental health professionals in schools, including psychologists, social workers, and counselors, may serve in a care coordination capacity for students who have mental health needs or who need help accessing community resources (Adelman & Taylor, 1998; Nabors and Lehmkuhl, 2004; Nastasi, 2004).  These health, mental health, and education professionals in school settings are the focus of the study, given their logical roles within a medical home for CSHCN.

This inquiry addresses a gap in the literature on systems of care for CSHCN.  Extant literature and empirical work on CSHCN focuses on financing structures (e.g., Mitchell & Gaskin, 2004; Newacheck, Inkelas, & Kim, 2004; Peters, 2005), results of family survey tools regarding health care needs and experiences of CSHCN (e.g., Inkelas, Ahn, & Larson, 2003), and ways to build the medical home from the pediatrician or family practice perspective (e.g., AAP, 1999a; AAP, 1999b; Nickel et al., 2003; Stille & Antonelli, 2004).  Despite consistency in the literature suggesting the importance of the health care profession coordinating care with educational organizations, little research exists that analyzes the nature of this intersection and of the roles of education professionals within a medical home for CSHCN. 

Methodology and Design

Case study methodology was used for this exploratory study with a multiple case design and embedded units of analysis (Yin, 2003).  Each independent school district represents a case and a sample of schools represents the embedded units of analysis.  Researchers interviewed participants from each level of analysis (Figure 1).  Yin indicates that case
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Figure 1.  Multiple case design with embedded units of analysis

study methodology is appropriate for “how” or “why” research questions “being asked about a set of contemporary events over which the investigator has little control” (2003, p. 9).

Participant Selection

The sampling frame of local education agencies (LEAs) within the mid-Atlantic region included fifteen independent public school districts, ranging in size and demographic profiles (see Table 2).  After obtaining Institutional Review Board approval, the research team submitted applications to conduct research in each of the fifteen districts according to their own unique procedures and approval processes.  The final sample included three participating districts.  Districts A and B are in the same state; District C is in a different state.  

The researchers worked with district staff in each LEA to identify the appropriate district level participants responsible for school health, mental health, and special education.  The research staff used recommendations from district personnel to identify three to four schools within each district in which school level staff with the same roles were selected as participants.  The schools within each district represented all grade levels and a continuum of services allowing for interviews of four to five staff members within each building.  A total of 56 participants in three district offices and eleven schools were interviewed (see Tables 3 and 4).

Data Collection Methods and Instruments

The research team used an in-depth, semi-structured interview lasting between 30 to 60 minutes as the primary method of data collection.  When possible, the researchers triangulated the data collected from interviews with document review of district and school websites, county, city, or state codes, and community public health and mental health agency websites.

The researchers developed the interview protocols based on the research questions and the literature review.  The team worked through several iterations of the protocols including revisions based on feedback from the sponsors and experts in the field.  The research team conducted four pilot interviews using draft protocols with volunteer individuals from non-participating schools; further revisions were based on the pilot process.

Data Collection Procedures and Analysis

The researchers audio taped each interview and transcribed the tapes verbatim.
 
The interview transcripts were separately analyzed to enhance internal validity using open coding and the constant comparative method, both within each transcript and across transcripts, focusing on the research questions guiding the inquiry.  The codes were analyzed and compared between researchers in order to formulate themes relevant to the research questions and relate the themes to the theoretical framework and literature review.  Units of data within the interview transcripts perceived as pertinent to the research question were compared with one another in order to develop categories both within and across cases (Merriam, 2002).  A database was constructed consisting of the relevant units of data and corresponding themes, categories, and sub categories, and Atlas.ti software was used to further organize themes.  Data collected from documents pertinent to the research questions was used to triangulate or disconfirm data collected through the interviews.  The multiple case design serves as an iterative process, allowing the researchers to make meaning of knowledge gained from each of the cases and for the experience of the first case to inform subsequent case investigations.  Knowledge gained from the following cases was used to inform the researchers in returning to previous cases for additional information.

Key Findings

Research Question One: Services

The first research question asks: how are selected school systems meeting the health and mental health needs of CSHCN?  Interviews indicate that CSHCN are being served in educational settings through varied levels of services and resources based on need.  The continuum of services differed in each district.  Findings for research question one are organized by settings, health staff and services, and mental health staff and services.

Continuum of Settings.  The continuum of settings ranged from the least to the most restrictive environment and varied between the districts (see Table 5).  Respondents in District B reported that the continuum of settings and services for students with ED includes providing additional supports within a general education setting, self-contained classes in a neighborhood school, a specialized ED program within an area school, and an ED special education center.  As the level of restrictiveness increased, the ratio of psychologists and social workers, or level of clinical support, and services increased as well.  A similar continuum of settings existed within District B for students who are medically fragile or who present with multiple disabilities with increased ratios of health and/or other support staff.  District C offered a comparable continuum of settings; however, staff reported limits in specialized programs for ED students, either center based or co-located at a general school, which may in part lead to the District’s high placement rate in non-public schools.  The state in which District C is located offers partial financial reimbursement to the home school system for students placed in non-public facilities.  District staff saw this as an incentive to consider the use of use non-public placements and reported this option as an important factor in placement decision making.

Primarily due to its small size, the continuum of services in District A is narrower, including general education with extra supports, some self contained classes at the secondary level, and outplacement of students.  Paraprofessionals are used heavily in District A to support children with disabilities in the general education setting.  A district level administrator in District A reported that staffing, particularly that of paraprofessionals, is used to relieve anxiety at the school level in serving CSHCN or students with severe disabilities who may be one of a kind in the school, due to the district’s small student population.

Respondents in all three districts reported that the majority of their outplaced students are those with severe emotional disabilities or disabilities involving significant behavioral difficulties, such as autism, suggesting that students with severe mental health and behavior needs pose the greatest challenge for school systems, regardless of size. 

Health Staffing and Services.  All three systems have a health office in each school where routine care such as providing first aid and administering medication is performed by a health staff member.  Key findings regarding health staffing and services include differences between the staffing models among the districts, the use of individualized health plans and emergency care plans, student-specific training for staff on health conditions and procedures, and the existence of a unique school-based health and wellness center in one district.   

In Districts A and B, two primary staff members, the health aide and the public health nurse, are assigned to address the health needs of students.  The health aide, a school district position staffed full time in each school’s health office, is responsible for most prevention and routine tasks.  A public health registered nurse (RN) is employed by the local public health department and staffed in three to five schools through a memorandum of understanding with the school system.  The public health nurse serves in a consultative role and provides the next level of care for CSHCN by writing individualized health plans for students with more complex needs, conducting student-specific training for staff, and attending collaborative meetings for particular students.  The health staffing model in Districts A and B provide for a clear delineation of roles based on training, expertise, and level of need that allows for the district to use personnel resources in a targeted manner.  In addition, the close relationship between the school system and county public health department allow for the schools to benefit from the health department’s wealth of knowledge and expertise in an ongoing manner.

In contrast, District C employs full time RNs in approximately 75% of their schools.  Schools with regional special education programs (e.g., an orthopedic program) may employ a full time RN for the general education students and a second full time RN dedicated to the special education population, depending on level of need.  The remaining schools have either a full time licensed practical nurse (LPN) or a full time health aide.  Full time school nurses are clearly a benefit to students and staff; however, it was unclear how services and supports vary among schools with and without RNs or if the RNs defined their role uniformly across the system.

The continuum of health services in each of the three districts ranged from prevention to treatment of specific, complex medical needs (see Tables 6 and 7).  Prevention efforts included vision and hearing screening and alerting school staff to student health needs at the beginning of the year (e.g., asthma, allergies, etc.).  Routine care included daily medication administration and the use of standard protocols for acute health treatment.  Individualized health or emergency care plans and student-specific staff training were the two most commonly mentioned resources provided for CSHCN.

All three districts use some type of individualized health care planning for CSHCN.  Districts A and B both use comprehensive individualized health plans (IHPs); District C primarily uses individualized emergency care plans, which are designed specifically for non-medical staff.  In Districts A and B, the respective local public health department provides standard health plans for routine care within the schools. District C creates its own standard health protocols in accordance with state law.  The public health nurses in Districts A and B create IHPs with input from parents, the student’s physician, or county public health physicians. These more detailed IHPs are for students with complex health needs that require health care not included in or that deviates from the standard protocols.  Teachers are able to view the health plans in the clinic and receive specialized training from the public health nurse on any procedures outlined in the health plan.  Conditions in Districts A and B often requiring individualized health plans include juvenile diabetes, severe seizure disorders, and students with respirators.  Both districts had policies and regulations concerning the development and use of individualized health plans.

 In contrast, District C nurses create emergency care plans for individual students that omit confidential medical information and are distributed to all non-medical school staff working with the child.  They include simple instructions for steps non-medical personnel should take in the case of a student specific medical emergency, such as an asthma attack or allergic reaction.  The district level health administrator in District C did mention that IHPs were also used; however, the school based nurses interviewed all reported that they almost exclusively used the emergency care plans and not IHPs.  It is possible that IHPs are used more extensively in special education centers, none of which were available to be included in the study for District C.

All three districts require that a specific number of school staff members in addition to the health professionals be trained in every specific procedure required for a particular student (e.g., response to seizure or use of feeding tube).  This training is provided to staff by the public health nurse in Districts A and B or the school-based RN in District C on an as needed basis.  

In addition to the typical health office, one of the participant schools in District C also has a school-based health and wellness center that provides additional services to students.  The center is currently staffed with two physicians and a nurse practitioner two days per week.  Students who have registered with the health and wellness center with parental consent are able to make routine doctor’s appointments and have access to prescriptions, pregnancy testing, and physician referrals.  The health and wellness center staff members work cooperatively with the full time school nurse assigned to the same school; the school nurse often serves as a gateway in referring students to the health and wellness center if their problems go beyond the scope of the role of the school nurse.

In summary, variation in health staffing across the districts influences service delivery models.  The close partnership between District A and B and their respective public health departments may serve as an example for differentiated services depending on level of need and the provision of consultation and training to school-based staff.  The clear delineation of responsibilities according to expertise between the health aide and public health nurse allows resources to be targeted to students by need.  The supporting role of the public health departments appeared to expand districts’ capacity to meet the needs of CSHCN.  District C, in contrast, has a goal of employing full time RNs in each school but has not reached that goal due to challenges including the current nursing shortages.  For the schools with RNs, this staffing model ensures that a qualified and experienced health professional is present at the school every day.  However, the scope of services and support that occur in District C schools without full time RNs is unclear.  An unintended consequence reported by several District C nurses was that they have difficulty attending collaborative meetings (e.g., pre-referral, eligibility, or IEP meetings) for students with health needs because they are solely responsible for staffing the health office and cannot leave it unattended.  In Districts A and B, the public health nurse has more flexibility to attend meetings for high need CSHCN and provide health related input because the health office is always staffed by an aide.  

Mental Health Staffing and Services.  The three participant districts all employ school-based mental health professionals that provide a range of support and services to students.  Key findings with respect to mental health in schools includes differences in the staffing of mental health professionals, differences in the use of school-based counseling services, the use of individualized behavior plans and crisis intervention strategies, and the report of unmet mental health needs of students across all three districts.  Findings clearly indicate that system level staffing decisions regarding school-based mental health professionals affects a system’s capacity to serve children with all types of mental health and behavioral challenges.

Mental health staffing varied across the districts.  Districts A and B employ similar staff to student ratios of social workers and psychologists, who are typically assigned to two to three schools.  These clinical staff members are increased for specialized ED programs co-located at regular schools and at special education centers. The availability of social workers in Districts A and B allows for a greater capacity within the schools to serve both general and special education students with a range of mental health problems.  One critical difference among the participant districts is that District C does not employ social workers and has fewer psychologists per student than in the other districts (see Table 8); the lack of social workers likely has a significant impact on the level and amount of mental health support and services provided to students in District C. Counselors are staffed similarly throughout the three districts; elementary schools have a full time counselor and secondary schools have multiple full time counselors.

The continuum of mental health services in schools support the offering of a variety and range of related prevention, treatment, and crisis intervention services (see Tables 9 and 10).  Preventative services primarily consist of social skills and mental health wellness lessons in the general education classrooms typically provided by counselors.  Respondents in one school in District B reported conducting screenings for depression among students who volunteered.  Counseling services, individualized behavior plans, and crisis intervention were the most frequently mentioned treatments provided specifically to CSHCN in the school setting.

School-based counseling services are a primary way to support CSHCN with mental health needs in the educational setting.  All districts reported some level of counseling services provided in the schools.  Services in Districts A and B include both short and long term individual and group counseling as well as social skills groups provided by counselors, social workers, and psychologists.  District C mental health staff reported offering primarily short term or ad hoc counseling services for students by counselors and some ongoing group counseling in the elementary grades.  Psychologists in District C rarely had the time to provide direct services to students; eligibility evaluations and collaborative meetings comprised the majority of their work time.  In contrast, one District A psychologist reported that two full days of his week were spent providing direct counseling services to students.  District B psychologists also reported dedicating time to providing individual services to students, especially in the school-based ED programs.

An analysis of data across districts revealed differences in the use of counseling services for students.  The level of clinical support for students with significant mental health needs in Districts A and B appeared greater than in District C.  Social workers in Districts A and B reported conducting social skills groups for mixed general education and special education students.  Both social workers and psychologists reported providing individual or group counseling for students with more serious ongoing mental health needs, including those identified as ED.  Overwhelmingly, respondents in Districts A and B reported that counseling is provided as a related service through a student’s IEP.  Including counseling on IEPs indicates that the service will be provided on a regular basis and implies that the mental health professional providing counseling services will be included on the IEP team.  In contrast, District C respondents reported that including counseling services on IEPs and 504 plans is avoided because they do not have the staffing to ensure all services would be provided.  The findings suggest a relationship between the availability of greater numbers of clinical staff, including social workers and psychologists, and the capacity to provide counseling services to students within the schools.

While District C respondents indicated that they did not typically provide ongoing counseling services for students during school hours, the school system does offer free walk-in counseling for students and their families one evening or Saturday morning a week at five secondary school sites in the district.  Services at the mental health walk-in clinics provided by district counseling staff include parent workshops and multiple sessions of individual student counseling.  The mental health walk-in clinics were open for six months out of the past school year.

Individualized behavior plans are a mental health support strategy used for CSHCN in all three systems.  Respondents reported a variety of staff members involved in initiating or participating in the writing of a behavior plan.  For example, as a pre-referral intervention general education teachers may consult with the school counselor to write a behavior plan for a general education student who may be struggling behaviorally, but is not identified for special education.  Often a team consisting of a special education teacher and one or more school mental health professionals will collaborate to write a behavior plan for a special education student.  At the more severe end of the spectrum, a school psychologist will conduct a functional behavioral assessment and assist in writing a behavior intervention plan for identified special education students in accordance with IDEA.

Clinical staff members of more restrictive ED programs or special education centers mentioned other services and strategies that are used when needed for children with severe mental health care needs.  For example, some District B respondents reported having a “quiet room” in the school where an acting-out-student can go voluntarily or be placed by staff when they are a danger to themselves or others.  Respondents in one District C ED program reported that they employ a dedicated teacher who provides behavioral and crisis intervention support.  Additionally, respondents reported that instructional staff, and often paraprofessionals, serving in ED programs or centers are trained in systematic procedures for de-escalating situations and safe physical restraint.  A District B respondent reported that in a more restrictive ED setting, “crisis intervention is part of the day to day life” including “triage…transporting kids to community mental health centers, doing crisis assessments, suicide assessment, homicide assessment, and working with parent to get referrals” to outside providers.  The availability of psychologists and social workers in Districts A and B allows opportunities for them to become critical participants in crisis intervention efforts.

Respondents in all three systems reported a concern about students with mental health needs who are not identified for special education as many of the school-based clinical services provided to students are structured through special education.  Counselors at the secondary level reported that they are primarily occupied with academic counseling and do not always have the time or opportunity to provide mental health support to students with less severe, but still significant, mental health needs.  In Districts A and B, social workers are used to provide some level of monitoring and services to general education students with mental health needs, but this support may be lacking in District C schools.  School nurses reported taking on mental health support roles with general and special education students in District C.  Several respondents across all districts expressed significant concern that the school systems are not able to meet the mental health needs of this population of students under the current structures and that often, general education students with mental health needs might be “served” through the disciplinary system, rather than proactively and therapeutically through mental health services in the schools or the community.  This concern could also be exacerbated by a lack of clinical staff available to work with general education students with mental health needs, such as the lack of social workers identified in District C.

In summary, system determined staffing for school-based mental health services directly impacts the capacity of schools to support students with mental health needs.  The lack of social workers and lower ratio of school psychologists in District C appears to have a significant impact on the level and quality of service provided to both general and special education students struggling with mental health problems.  District C school nurses reported taking on mental health support roles by default to attempt to fill the void.  The lack of clinical staff and practice of not including counseling as a related service on IEPs in District C also limits direct mental health support provided to students.  Individualized behavior plans for both general and special education students and crisis intervention strategies are used similarly across the three systems.  Likewise, respondents in all three systems reported significant concern about the unmet mental health needs of many students, particularly general education students who do not have the structure and support of a special education program but whose needs are beyond the scope of what a typical school is able to provide.  Therefore, it seems essential that when prioritizing budget line items and staffing clinical professionals, system administrators make decisions that support early identification and prevention efforts for populations at risk of behavioral and mental health dilemmas.

Research Question Two: Collaboration

The second research question asks: to what extent, with whom, and how are the school systems interacting with health and mental health professionals to meet the needs of CSHCN?  The data shows that educational personnel act together across disciplines within schools as well as communicate and collaborate with health and mental health professionals in the community.  School staff members use numerous methods of informal and formal collaboration to discuss, plan for, and meet the needs of CSHCN among school-based professionals.  Findings show that school professionals do have contact with private providers.  Respondents also mentioned a few unique partnerships that have developed with community or outside mental health providers.  Finally, the districts all have some type of structure in place, albeit with differences, to work collaboratively with community service agencies to provide resources and services to low-income families of CSHCN in crisis.

Internal or Interdisciplinary Collaboration.  Strong internal collaboration was reported by staff to be a key to success in serving CSHCN.  At the school level across all three districts, many formal collaborative opportunities are based on mandates such as meetings for special education eligibility, IEP teams, and Section 504 planning.  Other formal communication structures have been devised specifically by the district or individual school administrators.  Examples include meeting for child studies, staffing meetings
, and local screening committees; participants use of a shared problem solving approach to the development of interventions for students exhibiting behavioral challenges or those at risk academically.  In Districts A and B both school psychologists and social workers are often involved in this first level of intervention and strategy development.  District C staff reported guidance counselors are frequently available at this first level of intervention and that they consult with the school psychologist for particularly challenging cases.  All three systems reported that nurses and health aides are not routinely included in this level of school collaboration.  Instead, respondents indicated that the team would invite the nurse if the student has suspected or known health needs; the health aide is rarely invited. 

Informal collaboration takes place across all settings with interdisciplinary staff.  This collaboration is often a mechanism for sharing trends and raising concerns about specific CSHCN among instructional, health, and mental health staff.  Informal communication took place through telephone calls, via email, and frequently in person.  Students whose health needs are unstable and require more frequent monitoring benefited most from this open and continuous communication.  Respondents in all three districts reported supportive consultative personnel available to them.  For example, in District C, counselors and nurses reported the ability to call the school psychologists and nurse managers for assistance.   

External Collaboration with Students’ Outside Providers.  All respondents indicated that school staff must obtain a signed parental release of information form in order to speak with a student’s outside health or mental health care provider.  Parents sometimes dictate the release to be narrower in order to limit communication to specific aspects of the child’s health that pertains to his or her performance in school.  The telephone is the most frequent way that school staff members communicate with outside providers.  Email was mentioned as an alternative method, but it is used primarily to set up a time to speak on the phone, rather than to share sensitive information.  Nurses have contact with students’ physicians on an as needed basis.  Contact between school-based mental health professionals who are providing direct counseling services to students and outside therapists varies by child.  Communication may range anywhere from once a week for a child who is having a particularly difficult time, once a month just to check in, or three to four times a year.  Counselors in District C indicated that they typically tried to work directly with the parent about a specific issue prior to contacting an outside mental health service provider. 

Data analysis across all three districts revealed two primary purposes of communication between school-based professionals and outside providers: to seek clarity regarding a medication, treatment or condition and for an exchange of information to share perspectives on the needs of the CSHCN.  Nurses contact physicians to discuss medication orders or to consult for the purpose of clarifying a student’s limitations and incorporating information into an individualized health or emergency care plan.  School-based professionals also contact physicians and outside mental health providers to confirm something a parent has communicated to them.  Respondents indicated value in hearing medical or mental health information directly from the provider.  One respondent said that direct communication with outside providers also provides support to the parent, in effect ensuring that consistent care is being given across settings and encouraging the parent to follow through.  

Several respondents reported benefits of external collaboration with students’ health or mental health care providers.  Respondents indicated that sharing information between the educational and medical perspectives enables the whole team to serve the child in a more coordinated and comprehensive manner.  For example, a school psychologist may call a student’s therapist to ask for school-based intervention recommendations and share observations of the child in the school setting.  One District A principal said that communicating in this way with students’ outside providers “coordinates our activities, helps us be more efficient and work together.  It helps us to know what they are telling the family and what kinds of activities they're expecting from the child, what kind of practice they might be doing in therapy, what kind of behavior plan the school might set up.”  While no one person in this situation is designated as the “care coordinator,” the sharing of information across health and educational providers within a child’s medical home may contribute to more substantial coordination of care across settings.

Despite data concerning the nature of contact school-based professionals have with students’ outside providers, it is important to note that school-based respondents across all districts reported only a fraction of the students with ongoing mental health needs whom they serve in the educational setting report that they are seeing outside providers.  Further, of those students regularly seeing outside therapists, psychologists, or psychiatrists, school-based professionals may only have parental permission to communicate with a few of them.  Therefore, even though respondents indicated rich exchanges with cooperative outside providers that enhanced their ability to serve CSHCN in the school setting, this occurs for only a fraction of students with apparent emotional and behavioral problems.

Partnerships with Community and Private Providers.  Districts A and B have formal relationships with their local public health departments to provide nurses, standard treatment protocols, and health policies.  Findings suggest that this formal partnership, coupled with the use of a continuum of health staff, allows the districts to provide health services in a high quality and cost-efficient manner.  In contrast, none of the districts reported having district-wide agreements with community mental health agencies.  Rather, school systems rely on district employed mental health professionals to provide mental health support and services.

While no formal district-wide relationship existed in any of the systems with mental health agencies, study participants reported a few existing pilot or school-level projects with community health or mental health providers that are unique.  For example, District B reported three unique partnerships or pilot projects.  First, there is a collaborative program in which county mental health professionals provide site-based psychotherapy at one school for preschoolers and work with parents.  Another collaborative partnership is being developed in District B to bring mental health professionals from a private agency that specializes in providing culturally competent therapy in many languages to three schools in the district as a pilot program.  Finally, staff at one school serving a high need population has developed a relationship with a regional community psychiatrist who specializes in the care of students with significant developmental disabilities.  The psychiatrist offers a mental health clinic at the school site once a month for students and families to access.

In District C, the primary partnership respondents reported are the school-based health and wellness centers located in about 1.5% of the system’s schools.  Originally, the centers were funded by a grant through state legislation as a pilot project for four or five years and were managed through a partnership with a private health care agency.  The centers are now supported through a partnership with the county health department.  As a result of the change, some funding and staff positions have been cut, including social workers and dentists at each center.  District C’s respondents also reported the receipt of a new grant in partnership with a local university and the state department of education for a pilot project.  The funding will support psychiatrists in some settings for intervention with ED students in the hopes of decreasing the number of students placed in private facilities. 

In District A, staff members have developed an association with a community mental health agency psychologist.  The psychologist serves in a consultative role to school staff through a memorandum of understanding; he does not, however, provide direct services at the school site.  Instead, he visits each school for 90 minutes once a month, meeting with any staff member who signs up to discuss a case with him.  Respondents expressed that having his insight is invaluable to their planning for services for specific CSHCN.  In some instances, their relationship with the consultative psychologist also leads to referrals for students to receive therapy from him directly outside of school.

Facilitating Family Access to Community Services.  Understanding that schools’ ability to provide a wide range of health and mental health services to CSHCN and their families is limited, one role for school health and mental health staff reported by respondents is facilitating family access to community resources.  This role can range from providing parents with a list of community providers of a particular service to utilizing a comprehensive collaborative process to closely guide families of CSHCN in obtaining needed services and support in and out of the school.

A number of respondents in Districts A and B spoke extensively about a state policy outlining how local community service agencies and school systems are to collaborate and pool resources to serve low-income families of CSHCN in need.  When a school determines that a student may be in need of services outside of school and the family is interested but unable to pay for private care, the school social worker typically initiates the team process.  Meetings are held on a regular basis with school staff members involved with the child, including the social worker and/or psychologist, and representatives from three to seven community agencies.  The agencies invited, depending on the family’s needs, may include family services, therapeutic parks and recreation, child protective services, community mental health, alcohol and drug services, court services, and rehabilitative services.  If the team agrees that a family needs a particular community or home-based service, they can submit a request to a local funding board to provide resources for the services.  If services paid for through the team process are supplied by private providers and not community agencies, those providers attend subsequent team meetings to update the team on the student’s progress.  This state policy-based interagency team problem solving process facilitates access to wrap-around services needed most particularly by low-income families of CSHCN.  The process allows interdisciplinary professionals to bring to bear multiple resources to CSHCN outside of the educational setting, in order to extend and strengthen treatment provided during the school day.

The primary mode school professionals in District C use to facilitate family access to services was through referrals, meaning they provided the name and contact information for various resources to parents.  Beyond referrals, one District C respondent described an interagency committee set up in part to further facilitate access to community services for families and children in need.  The District C interagency committee includes representatives from the county departments of mental health and health, juvenile justice, the school system special education office and non-public schools office, and a representative of a non-public schools association.  This committee, reserved to assist students in significant need of health or mental health services, is used after the district has exhausted the many layers of resources within the school system, particularly for students being considered for or already being served in a non-public school setting.  Students can be referred to this committee by the directors of special education or health services or through regional special education supervisors referring up the chain of command.  Decisions about which students’ cases come before the committee is made on an individual basis.  An interviewee in District C did not indicate that this interagency process is mandated by the state; however, she did suggest that other districts in the state may have similar procedures.

While some features of the two interagency processes used in the three districts are similar, there are significant differences that may impact support and services for students.  In Districts A and B, the collaborative process is supported through state policy and mandated pooling of funding across agencies, allowing them to address students’ and families’ complex needs.  Importantly, the process is initiated and sustained at the school level, which allows problems to be addressed earlier rather than later in a child’s school career.  In contrast, the District C interagency process is used as a last resort after all district resources have been exhausted and can only be initiated by district level personnel, often when a non-public placement is already being considered.

Research Question Three: Challenges

Although school districts are attempting to meet the needs of children with chronic conditions through a continuum of settings, services, and staff models, data analysis revealed that schools continue to face significant challenges in serving CSHCN.  Study participants in all three districts reported continued areas for improvement in their ability to successfully serve CSHCN.  Respondents reported primary challenges with school capacity, the availability of community resources to supplement school services, family barriers, and communicating with outside health and mental health professionals.

School Capacity to Respond to CSHCN.  Respondents indicated several challenges that educators face at the school level that impact the schools’ capacity to effectively serve CSHCN.  First, increasing the amount of special education students, particularly ED students, included in their neighborhood schools in all three districts poses staffing capacity and training challenges for building administrators.  For example, building administrators in Districts B and C expressed concern about how to safely and effectively manage the overt behaviors of ED students who have recently rejoined the general education setting.  Second, several school-based study participants mentioned that their schools do not always have the capability to meet the needs of a new CSHCN immediately, suggesting that schools require time and planning to assure that the appropriate training, resources, and staff are in place.  Respondents reported, for instance, that nurses and health services staff need sufficient time to provide student-specific training to staff for newly enrolled CSHCN with health conditions that are currently unfamiliar to the school.  Finally, administrators in all three districts reported that national and regional shortages of qualified special education teachers, nurses, and school psychologists pose significant hiring challenges.  The nurse to student ratio in District C often restricts their capacity to do follow-up and help facilitate outside referrals for students. In addition to nursing shortages, the lack of social workers and shortages of psychologists impacted District C’s ability to respond to the needs of the growing population of students identified with ED or other mental health needs.  

Community Resources.  Despite reports of communication and collaboration with community agencies and selected outside providers, the data analysis revealed a need across districts for more community services for CSHCN.  Respondents in Districts B and C reported the lack of affordable community health and mental health resources in particular geographic areas of the district.  One respondent reported that due to fewer medical resources located in a certain geographic area of District C, school personnel had difficulty connecting families to outside services in the neighborhood, resulting in parents either traveling long distances or not accessing services at all.  In addition to geographic disparities, particular types of health or mental health resources were reported to be lacking in the community.  Respondents, primarily in Districts A and B, reported several specific concerns: lack of wrap-around services for students with bipolar and major depressive disorders; shortage of neurologists, psychiatrists, and physicians who are comfortable treating the exceptional population; mental health and health providers who accept sliding scale payments and speak multiple languages; and, the unavailability of therapeutic group homes in the community. 

Family Barriers.  Families of CSHCN face personal challenges in providing for their child, most especially those experiencing low-socioeconomic status, such as limited access to medical care because of the absence of health insurance and lack of transportation to and from medical appointments.  Low-income families who routinely used the emergency room or the school-based health and wellness center as their primary health care provider often do not have a primary care physician making it difficult for school nurses to collaborate with students’ outside health providers.

Despite efforts of school personnel to connect families with outside resources, respondents reported that some families still may not access services for their children due to inability, concern about stigma, cost, transportation, or because they may disagree about their child’s need for the service.  Only a fraction of students with school-identified needs are accessing private mental health care providers, despite school efforts to connect families to wrap-around resources.  Respondents in Districts A and B also reported that parents who limit school access to medical history records and deny parental release for school staff to communicate with outside health and mental professionals pose another potential barrier.  Parental withholding of information could suggest a lack of trust between the parent and school professionals indicating that more work may need to be done on the part of school staff to develop and maintain partnerships with parents.  

Communicating with Outside Providers.  A factor reported to be critical to the successful service of CSHCN is open communication with outside providers.  The most frequently reported challenge was reaching outside providers in a timely manner.  Both nurses and clinics aides reported more frequent communication with nurses in physicians’ offices than physicians because “they just seem more available.”  School-based mental health professionals reported “playing phone tag” with outside therapists at times before connecting.  

There were some reports of outside health or mental health care professionals requesting schools not contact them or being uncooperative when contacted.  One school nurse did indicate that she felt some health professionals did not understand the challenging and complex nature of her role, assuming that all a school nurse did was hand out band aids.  A school social worker reported that when she asked several questions for the benefit of a family, she was “told by a neurologist that he didn’t have time to take [her] through medical school.”  Another psychologist respondent reported that she had an unpleasant dealing with a psychiatrist who was unwilling to communicate with her about a student and expressed disdain for her role in serving the CSHCN.

Summary of Findings

The participant public school districts meet the needs of CSHCN with unique continua of settings, services, and professional staff.  Similar findings of health and mental health services and support across the districts identified the use of individualized health or emergency care plans and individualized behavior plans for CSHCN.  Significant differences across the systems that potentially impact the quality and level of supports and services for students exist in health and mental health staffing, the use of school-based individual counseling services, and structures in place to support the schools’ ability to facilitate family access to community resources.  Additionally, respondents in all three systems expressed concern over the unmet mental health needs of a large number of students, particularly those not identified for special education services.  

Discussion

Several findings from the study provide opportunities for further discussion.  First, school systems address challenges with respect to resource allocation and staffing differently, which can have a significant impact on the amount and quality of health and mental health support provided to students in schools.  Second, district employees’ experiences participating in students’ medical homes by communicating and collaborating with outside health or mental health professionals point to the dilemmas of cross-disciplinary interaction and community service gaps for CSHCN.  Third, although the use of individualized plans emerged as a common strategy for school staff to document and address the unique health and mental health needs of students, how these plans are integrated and managed in the school setting remains unclear.  Finally, state and local policy differences in addressing the comprehensive health and mental health needs of low-income children and families impacts the roles school professionals can play in linking students to needed resources.

Resource and Staffing Decisions

Districts’ health and mental health staffing choices impact the quality and type of services available to students in schools.  The National Association of School Nurses (2004) currently calls for a school nurse to be present full time in every school.  This recommendation is supported by research showing improved outcomes for CSHCN in schools with lower nurse to student ratios (Guttu, Engelke, & Swanson, 2004).  District C is attempting to meet this recommendation by placing a full time RN in every school.  However, they have only been able to staff RNs in about 75% of their schools.  The level and quality of health staffing and services in the remaining 25% of schools is unknown.  Unfortunately, full time school nurses in District C reported difficulty in participating in collaborative meetings for student with significant health needs because they are required to cover the routine duties of the health office.  Despite the recommendation to have a nurse in every school, the implementation in reality can result in unintended consequences that are not fully in alignment with the needs of the student populations at greatest risk.

One alternative that may be equally viable and effective in terms of outcomes is the public health nurse cluster model used in Districts A and B.  In this model, RNs are assigned to a cluster of schools and uncertified clinic aides are placed in each school.  This staffing configuration allows for services to be targeted to students based on need and expertise.  For example, clinic aides are trained and capable of handling day to day acute health concerns and routine medication administration.  Public health nurses use their expertise to write individualized health plans, attend collaborative meetings, and train school staff on health conditions and procedures for specific students with greater health needs.  The public health nurse and clinic aide cluster model coupled with detailed public health department standard protocols and student-specific training used by Districts A and B offers a systematic alternative that may be more cost efficient and just as effective in terms of student outcomes.  

Mental health staffing choices made by school systems also impacts services available to students.  Data analysis suggested that Districts A and B were able to provide higher levels and quality of mental health services for both special education and non-special education students, such as long term individual counseling and working extensively to connect families to needed outside community mental health resources.  In contrast, District C reported lower levels of individual counseling and less extensive work in referring families to outside resources, which was likely impacted by the lack of social workers and greater psychologist to student ratios.  Even with this disparity among the districts, respondents in all three systems indicated that there continue to be many students with mental health problems with unmet needs, particularly those not identified for special education.  How districts choose to allocate resources can have a significant impact on a system’s capacity to respond to the range of mental health needs, from prevention and early identification to students with severe emotional disturbance.

One real alternative for school systems looking for creative solutions to resource and staff allocation in health or mental health fields may be formal district-wide partnerships with community agencies, as demonstrated by the public health department relationships that exist in Districts A and B.  While each district had explored small scale or pilot partnership arrangements with community or private mental health professionals in order to supplement services to a few students, none had a formal district-wide arrangement.  Districts may benefit from exploring possible relationships with community agencies in order to extend their continuum of mental health services for students and possibly reduce the need for costly private school placements.

Our search of the literature revealed no current research comparing outcomes for students by different types of health and mental health staffing configurations for CSHCN.  For example, a useful study for districts may be a comparison of the public health cluster model and full time nurses in most schools with respect to student outcomes and cost efficiency.  Results could assist resource strapped districts in allocating funding and personnel in a cost efficient yet effective way.  

Including the Education Sector in the Medical Home

It was clear from the findings that respondents perceived the communication and collaboration that did occur between professionals in the education setting and the health professionals in the field enables the school-based team to be better informed, more efficient, and coordinated.  School-outside provider communication is a key mechanism for including educational services within the medical home.  However, respondents reported that many students seen by school personnel as requiring mental health services beyond that which the school is able to provide have unmet needs.  This is consistent with the literature indicating that the majority of students with mental health needs are served in schools only and that these services by themselves are not sufficient (Roberts et al., 2003).

School psychologists in Districts A and B discussed the clear delineation between school-based counseling services and psychotherapy.  Depending on staffing and priorities, a school can be capable of providing school-based group and individual counseling, wellness promotion lessons, and individual, class, and school-wide behavior support for all students, including those with greater than average mental health needs.  However, it is beyond the scope of a typical school (including the schools that participated in this study) to provide psychotherapy or psychiatric services to students with chronic mental illnesses.  The understanding that school-based mental health services typically would not include psychotherapy or psychiatric services is an important consideration when coupled with the finding that the majority of students with mental health needs are receiving services solely through schools, if at all.  Many students with significant mental health needs are likely not accessing needed psychotherapy or psychiatric services.

Absent in this data is a discussion of the role of a single care coordinator for CSHCN, either within the school or as a contact to the other members of a child’s medical home.  Individual school staff members contacted individual student providers rather than a student’s care coordinator.  Likewise, in the schools we visited there was no single person designated as the staff member who would be the contact for health or mental health professionals.  It is also unclear how information gained by one school professional from an outside provider is or is not shared with other staff.  It would be useful to determine how the presence of a person in a single care coordinator role could fit within the home-school-medical community communication and service delivery process. 

Considering how limited the research base is on the involvement of the education sector in a CSHCN’s medical home, it is not surprising that searches of the literature did not reveal studies comparing outcomes for students and families with and without situations where school personnel regularly communicated and collaborated with outside health or mental health professionals.  More research should be conducted in order to determine the magnitude of benefits associated with a truly coordinated medical home.

Individualized Planning

Parallel models of service delivery exist across special education, health, and mental health in terms of providing individualized services based on the specific needs of students   IEPs, individualized health plans, and individualized behavior plans are used to establish a higher level of planning and service to students with more involved needs.  What is clear from the findings is that these plans do exist; how these individualized plans are integrated remains unclear.  Several related questions emerge to guide further study, for example: 1) How do health and behavior plans become a part of an IEP for a special education student; and, 2) What case management strategies are used for non-special education students with individualized health and behavior plans? Future investigations could attempt to identify or create a model for integration of individualized plans and interdisciplinary planning and consulting processes.  In such a study, the special education process or a piece of it, could serve as a model.

Policy Influences

In Districts A and B where a systematic mechanism exists, the collaborative team process, typically initiated at the school level, brings local community agencies together to coordinate services and pool funding for low-income families of CSHCN in need.  State policy supports this structure and provides guidelines for its use.  This mechanism is a powerful tool in the efforts of all providers within a medical home to facilitate family centered community based care for low-income CSHCN.  No evidence of a similar state policy was in place for District C.  The process described in District C for linking families of CSCHN in need with community resources occurred at the end of a long bureaucratic chain of referrals and exhaustion of resources, often coinciding with a decision to place a student in a private school.  An analysis of state policy supported mechanisms at the local level could shed further light on the possible solutions to providing comprehensive coordinated care for low-income CSHCN.  A further comparison of student outcomes in communities with and without a similar state policy would be useful in determining the relative benefits and costs of such a policy.  As well, important understandings could be drawn from analyses of student cases with special attention to complex needs in specific CSHCN populations groups and among children with mental health needs not identified for special education services. 

Recommendations

This exploratory case study investigation raised many questions and opportunities for further investigation of the role of education professionals in students’ medical homes.  Recommendations for future research include:

· Conducting similar investigations among a larger sample of districts and schools and/or expanding the studies to include the perspectives of community or private health and mental health professionals.

· Conducting a similar investigation targeting CSHCN aged 3-5 within Head Start, state, and local education funded pre-kindergarten programs, and among private preschool settings.

· Developing a model of best practice for education professionals’ involvement in the medical home and investigating process and outcomes through demonstration projects with formative and substantive evaluations.  

· Conducting cost-benefit analysis studies on the various service delivery systems for school-based health and mental health services within districts and schools.

· Conducting more in depth research comparing various models (e.g., staffing, service delivery system, communication, etc.) in terms of student outcomes.

· Analyzing the role and responsibilities of school systems for professional development with respect to the CSHCN population and service delivery system issues and needs.  Particular topics to target for analysis are early identification, intervention, prevention efforts, especially for mental health needs, and case and coordinated care management.

· Conducting a study focused more specifically on issues of transition with respect to health and mental health needs and services for CSHCN students including the differences in transition needs between elementary, secondary, and adulthood. 

· Convening a regional meeting to discuss the issues raised by this study, including conversation about state policy influences, local school system decision making, and community mapping for possible district-wide formal partnerships with health or mental health providers.

Limitations

There are a number of limitations to the present study.  The data is self-reported by district and school level staff members.  It is possible that information reported by respondents is inaccurate or skewed.  The researchers made efforts to triangulate the data among respondents and with document review of websites and published policies and regulations.

Second, district level respondents selected the schools that were included in the study. It is likely that they chose schools they felt would represent the best of what each district has to offer CSHCN, those with strong, dedicated staffs and experience in serving this population.  As our intent was to explore what types of services and collaboration exist and not to generalize to a broader population, this school selection process served our purpose.  Future studies on this topic with the purpose of documenting what is happening throughout an entire jurisdiction should perhaps include data collection from a random sample of district personnel.

Third, the research staff members for this study all have backgrounds in education professions, rather than the fields of medical or mental health care.  It is possible that this unitary perspective might have biased the interview questions and data analysis away from issues of the medical community serving CSHCN.  Searches of medical as well as social service and educational literature were used in an attempt to provide a balanced context.  Possible future studies may include sampling non-school-based health and mental health care providers on their perspective of the role of education professionals in the medical home.  A research team comprised of staff from both educational and medical backgrounds may also strengthen future inquires.

Finally, Districts A and B are both relatively wealthy systems.  Although they each have poverty pockets, the districts overall have many resources to allocate for CSHCN, even in schools with low-income populations, especially when compared to urban districts in which the majority of students are disadvantaged.  In contrast, the district demographic profiles indicate significant differences, particularly between District C and the other participant districts.  For example, 45% of District C students qualify for the federal free or reduced price meal program, compared to 19% in District B and 5.5% in District A.  Additionally, in 2006, 56% of District C schools met all their AYP goals in contrast to 69-75% of schools in Districts A and B.  Future studies should include within and between comparisons of high-poverty, low-performing districts and low-poverty, high performing districts.  
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Table 1

Hypothetical CSHCN Profiles Displaying Range of Issues

	1.  Rosita has juvenile diabetes, requires monthly visits to her primary care physician, daily monitoring and assistance with checking her glucose level and administering insulin shots at school; requires specific medical attention in instances of insulin shock.

	2.  Anna has cerebral palsy and seizure disorder, requires regular visits to her primary care physician; visits to an orthopedist and neurologist; laboratory tests; extensive speech, physical, and occupational therapy services; orthotics; a fitted stroller; and long-term medication.

	3.  Emily has spina bifida and mild mental retardation, requires routine immunizations; visits to a neurologist, urologist, physiatrist, and orthopedist; emergency room visits; shunt replacement surgery; inpatient hospitalization; home health nurse visits; a wheelchair; school-based assistant with training in catheter replacement and other related nursing skills; and long-term medication.

	4.  Duane has ADHD and sensory integration and motor planning dysfunction, requires regular visits to his primary care physician; long-term outpatient mental health visits, including group and family therapy; a neuropsychological evaluation; occupational therapy visits; and long-term medication.

	5.  Sam has step 3 asthma, requires frequent visits to his primary care physician, allergist, influenza immunization, emergency room visits; spirometry, a peak-flow monitor, spacers, a portable nebulizer, and long-term medication; misses a significant number of school days each semester due to the amount of outpatient health services he requires.

	6.  Jaylin has been diagnosed with leukemia; requires frequent acute and ongoing care visits with her physician, both outpatient and inpatient hospital visits for chemotherapy, attends school half day and receives some homebound educational services as well; frequent periods of absence due to health needs

	7.  Tiffany has Down Syndrome and multiple dental caries and malocclusion, orthodontia; congenital heart defects requiring regular cardiograms and close monitoring; medications; hypotonia (low muscle tone) requiring physical therapy in school; has frequent absences for health and dental health related problems.

	8.  Kate has anorexia nervosa, requires frequent visit to her primary care physician; adolescent medicine specialist visits; inpatient hospitalization; extensive mental health services, including partial hospitalization resulting in significant number of missed school days; individual, group, and family therapy; nutritional counseling; and long-term medication.

	9.  Cindy, has a diagnosis of serious emotional disturbance and history of verbal and physical aggression, requires extensive outpatient mental health therapy; receives education services within a self contained setting for students with emotional disturbance; is now being mainstreamed for math.

	10. Paul has major depressive disorder, requires frequent visits to his primary care physician; short-term outpatient mental health visits; and long-term medication.

	11.  Ricky has bipolar disorder and has been suicidal, requires regular visits to his primary care physician for medical monitoring; periodic emergency room visits; extensive mental health services, including possible short-term inpatient hospitalization and/or residential treatment services resulting in periods of absences from school; and long-term medications.

	12.  Ian has severe allergies to animals and all nuts and nut products; requires weekly visits to his primary care physician for shots and periodic visits to allergist; misses school frequently; requires an Epi-Pen and emergency medical attention in cases of flare ups or acute allergic reactions.


Table 2

District Sampling Frame

	District
	Locale
	UG, PK-12 Population
	% Non-white
	% FARM
	% LEP
	% SPED

	1 (A)
	Urban fringe of large city
	<15,000
	23.5
	5.5
	9.9
	14.7

	2
	Urban fringe of large city
	<15,000
	48.8
	23.0
	20.6
	11.5

	3
	Mid-size city
	<15,000
	77.1
	47.3
	24.3
	18.1

	4
	Mid-size city
	15,000 – 50,000
	57.7
	36.5
	31.4
	16.9

	5
	Urban fringe of large city
	15,000 – 50,000
	47.4
	21.2
	0.7
	9.5

	6
	Urban fringe of large city
	15,000 – 50,000
	17.2
	13.8
	1.4
	12.0

	7
	Urban fringe of large city
	15,000 – 50,000
	27.8
	10.6
	4.6
	10.7

	8
	Urban fringe of large city
	15,000 – 50,000
	34.1
	10.4
	2.8
	10.3

	9
	Urban fringe of large city
	51,000 – 100,000
	50.0
	23.9
	10.9
	11.8

	10
	Urban fringe of large city
	51,000 – 100,000
	27.8
	17.8
	1.6
	13.3

	11
	Large city
	51,000 – 100,000
	90.9
	71.3
	1.4
	15.4

	12
	Urban fringe of large city
	>100,000
	44.0
	29.7
	2.0
	12.4

	13 (B)
	Urban fringe of large city
	>100,000
	47.2
	19.0
	16.4
	14.1

	14
	Urban fringe of large city
	>100,000
	55.4
	22.6
	8.5
	12.0

	15 (C)
	Urban fringe of large city
	>100,000
	92.0
	44.9
	5.4
	10.2


Source: National Center for Education Statistics, Common Core of Data, 2003-2004, retrieved from http://nces.ed.gov/ccd/bat/index.asp/ retrieved on February 26, 2006.

Note:  Districts 1, 13, and 15 are the participating districts.

FARM: Free and Reduced Price Meals; LEP: Limited English Proficient; SPED: Special Education

Table 3

Number of Interview Participants by Field and Level

	
	District Level
	School Level
	Total

	Health
	2
	11
	13

	Mental Health
	2
	15
	17

	Special Education
	3
	10
	13

	Administrators
	2
	11
	13

	Total
	9
	47
	56


Table 4

Final Sample of Schools

	
	District A
	District B
	District C

	Elementary School
	2
	1
	1

	Middle School
	1
	1
	1

	High School
	1
	1
	1

	Special Education
	0
	1
	0

	Total
	4
	4
	3


Table 5

Continuum of Settings

	District A Available Continuum of Settings

	Inclusion in general education with extra supports
	Self-contained setting within general education school at high school only
	Placement outside of the district (e.g., day treatment or residential facility)

	Districts B and C Available Continuum of Settings

	Inclusion in general education with extra supports
	Self-contained setting within general education school
	Specialized program within general education school
	Special education center
	Placement outside of the district (e.g., day treatment or residential facility)


Table 6

Continuum of Health Services and Personnel in Districts A and B

	Range
	Prevention
	Routine treatment
	Complex treatment
	Nursing care

	Responsibility
	Clinic aide
	Clinic aide
	Public health nurse
	One to one skilled nurse (contracted out)

	Types of Services
	Hearing and vision screening; distributing medical flag list
	Routine medication administration; use of standard treatment protocols
	Individualized health plans; student specific training of staff
	Adjustment of medical equipment; full time monitoring

	Types of Students
	All students
	Subset of students with mild/moderate health needs
	CSHCN with complex medical needs
	Medically fragile CSHCN (e.g., floppy airway or ventilator)


Table 7

Continuum of Health Services and Personnel in District C

	Range
	Prevention
	Routine treatment
	Complex treatment
	Nursing care

	Responsibility
	RN, LPN, or health aide assigned to school; School-based health center (where available)
	RN, LPN, or health aide assigned to school; School-based health center (where available)
	RN assigned to special education centers (separate or within general school)
	One to one skilled nurse (contracted out)

	Types of Services
	Hearing and vision screening; health counseling
	Routine medication administration; use of standard treatment protocols*
	Individualized emergency care plans; student specific training
	Adjustment of medical equipment; full time monitoring

	Types of Students
	All students
	Subset of students with mild/moderate health needs 
	CSHCN with complex medical needs
	Medically fragile CSHCN


Note: Services offered by school-based health centers located in about 1.5 percent of the schools included: routine appointments with a doctor or nurse practitioner; prescriptions, pregnancy testing, health counseling; emergency response.  School-based health center staff includes two doctors and one nurse practitioner and are available to all students in the school who are registered to use their services two days per week.

Table 8

Approximate Student Ratios for Mental Health Professionals

	
	Social workers
	Psychologists
	Counselors

	District A
	1:927
	1:927
	1:206

	District B
	1:1055
	1:1055
	1:297

	District C
	0
	1:1890
	1:262


Note: Ratios calculated by dividing publicly reported district student population by interviewee reported estimates of numbers of each mental health professional employed by each district.

Table 9

Continuum of Mental Health Services and Personnel in Districts A and B

	Range
	Prevention
	Treatment
	Crisis intervention

	Responsibility
	Typically counselors
	Counselors, social workers, psychologists
	Social workers and psychologists

	Types of Services
	Mental health wellness lessons; screenings
	Short or long term counseling services; individualized behavior plans
	Systematic strategies for de-escalation of behaviors; safe restraint; quiet rooms

	Types of Students
	All students
	CSHCN with identified mental health need (not necessarily special education)
	CSHCN with severe emotional and behavioral disabilities likely in special education)


Table 10

Continuum of Mental Health Services and Personnel in District C

	Range
	Prevention
	Treatment
	Crisis intervention

	Responsibility
	Counselors; school nurse; or school-based health center (where available)
	Counselors; psychologists; school nurse; school-based health center (where available)
	Special education staff; school nurse; psychologist; counselors

	Types of Services
	Mental health wellness lessons; screenings; informal talks
	Ongoing group counseling (at elementary level); short term individual counseling; individualized behavior plans
	Systematic strategies for de-escalation of behaviors; Protocol followed for suicidal ideation

	Types of Students
	All students
	CSCHN with identified mental health need (not necessarily special education)
	CSHCN with severe emotional and behavioral disabilities (likely in special education)
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� Three interview audio tapes were lost due to equipment difficulties.  However, the interviewer took extensive notes during the interviews and was able to write a summary for each interview from the notes.


� Districts A and B used informal staffing meetings, where all staff members who worked with a particular child or set of children met to discuss children’s progress and educational planning on a regular basis.
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