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�
Explanation of Terms








For the purposes of this report, “children with special health care needs” are children who have medically complex conditions and developmental disabilities.





Medically complex conditions means a combination of chronic physical conditions, illnesses, or other medically related factors that significantly impact an individual’s health and manner of living.  Medically complex conditions cause reliance upon technological, pharmacological, and other therapeutic interventions to sustain life.   





Developmental disabilities are severe, chronic disabilities manifested before the age of 22 that are typically lifelong in duration. Developmental disabilities result in substantial functional limitations in areas of major life activity such as self care, receptive and expressive learning, mobility, self-direction, independent living, or economic self-sufficiency. An individual with developmental disability will need services, supports, or other assistance that is of lifelong or extended duration and is individually planned and coordinated.








Michael, a child with special health care needs


(i.e., medically complex conditions and developmental disabilities)


  


Michael is a 12-year-old boy who lives at home with his mother and father.  He has a large record collection and listens to music whenever he can.  Like most children his age, he likes to stay up late at night and has trouble waking up in the morning.  Once awake however, he loves to go to school and be with other children.  He smiles and giggles from the motion of the car on the way.   


Michael has cerebral palsy, a seizure disorder, and severe mental retardation.  He does not see, talk, or swallow food.  He cannot walk or lift himself.  His mother feeds him through a gastric tube, which she also uses to give him medications.  The medications control his seizures, relax his muscles and prevent him from becoming constipated.  She bathes him, changes his diapers, changes his position frequently so his skin doesn’t develop sores, and lifts him from his hospital bed in the living room to his wheelchair.  Michael is very small for his age, he weighs only about 80 pounds, but he is difficult to lift and carry because of the spastic movements of his arms and legs caused by the cerebral palsy.  


Michael receives physical therapy to strengthen and stretch his arms and legs.  He receives chest physiotherapy to clear his lungs and keep mucous from building up.  Some of these services he receives at school along with instruction from a special education teacher who is teaching him some Sign Language.  He can sign to his mother the word for music.





�
Findings





Children with special health care needs require a full range of supports to accomplish daily living, including physical care, medical treatment, assisted movement and communication, education and recreation.  Their families require assistance coordinating, financing and providing both medical and nonmedical care, as well as information and emotional support.  





No single state agency exercises principal responsibility for coordinating the delivery of services to children with special health care needs and their families. The resulting system of services is fragmented, confusing, inaccessible and inadequate. 





No single entry point exists to access services. Each program routinely imposes a separate extensive application process. There is no central source of information about available services and programs.  





No health insurance program covers the full cost of caring for children with special health care needs.  Supplemental waivers and grant programs, designed to meet needs unmet by health insurance, are extremely limited in what they cover as well as their capacity to support large numbers of children, and inadequate state funds have been appropriated to expand them.





A severe shortage exists for every type of trained pediatric provider necessary to assist families caring for children with special health care needs in their homes and communities.





Respite is one of the most frequently requested services by families caring for children with special health care needs.  It is also the service that is the least adequately available.





Development of services and supports for all children with special health care needs is hindered by a lack of quantifiable information about incidence and characteristics of the population.





State resources are disproportionately expended to fund out-of-home placements. Failure to aid families with the care of children at home threatens the safety of children and families, increases risk of abuse and neglect, and leads to an increased rate of out-of-home placement.





When out-of-home placement is necessary there is an alarming inadequacy of residential options designed to meet these children’s complex needs in a least restrictive, developmentally appropriate environment.


Mission of the Office of the Child Advocate





The mission of the Office of the Child Advocate (OCA) is to oversee the protection and care of children in Connecticut and to advocate for their well being.  OCA’s broad statutory mandate includes the obligation to review and investigate complaints concerning the delivery of services to children by state agencies and to recommend changes in state policies concerning children.  In addition, OCA is specifically mandated to review the number of children with special needs in foster care or permanent care facilities; to periodically review the facilities and procedures of any and all institutions or residences, public or private, where a juvenile has been placed by an agency or department; and to recommend changes in the policies and procedures for placement of those children.  (Conn. Gen. Stat. Sec. 46a-13k et seq.)





Background





Beginning in the 1970s, Connecticut experienced a profound shift in its approach to caring for children with complex medical conditions and developmental disabilities.  Until that point, those whose families were unable to support them at home were commonly sent to live in institutions.  By the 1970s, the state’s experience and medical research revealed that institutional living was not developmentally appropriate and failed to provide an acceptable quality of life.  We began to move children out of institutions and into the community.  The community, however, was not prepared to provide the special care they need.  





In October 1998, the Office of the Child Advocate (OCA) was contacted by staff at a sub-acute, rehabilitative care facility and made aware of several children with complex medical conditions and developmental disabilities residing there.  The staff were concerned that though the children had required hospitalization at one time, they had progressed to the point of no longer needing that level of care.  Yet, they remained at the facility for lack of alternative places to go.  There were no community supports to meet the children’s care needs at home and there were no community residential settings that could accommodate them either.  The children were “growing up” in a sub-acute institutional setting. Other reports prompted OCA to investigate the living conditions of 17 children with complex medical conditions and developmental disabilities placed in one DCF-licensed “permanent family residence.”  





Upon investigation, OCA learned that extraordinarily lengthy hospitalizations and overcrowding in specialized foster homes were, indeed, the result of limited availability of placements and support resources to care for children with complex medical conditions and developmental disabilities in the community. Despite Connecticut’s commitment to deinstitutionalization, there is a persistent and critical shortage of community resources and placement options. 





Systemic inadequacies across agencies and programs serving children with complex medical conditions and developmental disabilities are alarmingly apparent. Further, we expect that this population of children will grow considerably in coming years.  Advancements in neonatal care, improved survival rates for complex pediatric conditions and a persistent lack of home supports for families with children with special health care needs will likely result in a large influx of children into state systems for long term care. 





In response to these concerns the Child Advocate convened a multi-disciplinary task force to examine Connecticut’s care of these most vulnerable children.  The task force was comprised of health professionals, community members, and representatives of state and private agencies providing direct or indirect care and services to these children. The task force focused on assessing available support services for families of children with complex medical conditions and developmental disabilities as well as the availability and quality of out-of-home placement resources. 





OCA conducted a comprehensive review of existing programs and services and concluded that an overwhelming number of families do not find adequate services to support the care of their children with complex medical conditions and developmental disabilities. The following report presents an overview of that review and explains findings and conclusions.





Defining the Population





Defining the population of children intended as the focus of this report was complicated by the lack of uniform categories or data collection among agencies.   The categories of children being tracked varied widely from agency to agency, causing great differences in the agencies’ estimates of incidence of children with special health care.  Attempting to assess the adequacy of services for a population with a broad range of needs was beyond the scope of this project.  Therefore, for the purpose of this report, the OCA focused on children who have both medically complex conditions and developmental disabilities. (The report did not examine children with behavioral challenges who do not also meet both the medically complex and developmental disabilities criteria.) The group of children with medically complex conditions and developmental disabilities is referred to in this report as “children with special health care needs.”  These children are dependent upon others and/or technologies for many or all aspects of their daily lives.  The special group of children with the most severe support needs upon which the report is focused should not be confused with the large population of children often generally described as having  “special health care needs,” whose needs, while similar, are not as intense as this study group.  The Child Advocate felt that if we improve the capacity of our system to meet the needs of the most complex children, we will improve the system’s ability to care for children with all levels of special health care needs.  





Methodology and Limitations





OCA staff met with numerous individuals and groups, including families of children with special health care needs, state agency officials, private providers, and community groups in order to discuss their concerns and experiences.  Further, staff toured and reviewed the operations of private homes, foster homes, “permanent family residences,” state and private group homes, residential facilities and hospitals.





Members of the OCA task force contributed information from their respective agencies and organizations regarding the scope of their responsibilities to this population. They provided descriptions of the population served and the types of services and programs offered.   Additionally, each reviewed actual or potential barriers to providing care and services to the children and their families.  Finally, OCA conducted a collaborative analysis of current policies and services and developed recommendations for enhancing and improving Connecticut’s care of children with special health care needs.





While the lack of data prevented precisely quantifying certain findings and conclusions, the available information clearly revealed the structural inadequacies described in this report.  This report represents a collaborative description of systemic problems provided by experts, providers and consumers.  Where references for sources of data were available, they have been included.  Other information presented by task force members or consultants was included based upon their expertise and institutional knowledge.





A Note from the Child Advocate





Connecticut’s children with special health care needs and their families benefit from the services of a core of dedicated professionals and state agencies.  In most circumstances these individuals have been impeded in their efforts by their limited numbers, inadequate financial resources, outdated regulations, burdensome restrictions and most importantly, by a fragmented haphazard system of care.  With rare exceptions, these individuals have struggled within the system, and occasionally stretched beyond its strictly defined limits, in an effort to meet the needs of the children and their families.





While there were exceptions, most professionals and families supported this review by openly discussing the weaknesses and problems inherent in their roles, agencies and institutions, and supported the writing of this report by providing data and information.  A much smaller number participated on the task force that created this document.  They participated with the understanding that a negative light might be shone upon their roles, their agencies, or their institution.  The Office of the Child Advocate believes they have exposed themselves in the hope that the lives of these families will be improved and their own ability to serve them enhanced.  This report is not a critique of individuals, but of the fragmented and inadequate system that serves Connecticut’s children with special health care needs and their families.


�
Children with Special Health Care Needs:


What Do They Need to Live Safely in the Community?





“He can’t speak, he can’t tell you if something is wrong.” 												Parent


						


Children with special health care needs may be medically complex, behaviorally challenging and often entirely dependent upon others for activities of daily living.  They may be reliant upon ventilators and require skilled nursing for frequent airway management.  They may move independently but be unable to recognize danger and require vigilant observation to protect them from harm.  They may be unable to walk or climb stairs, requiring use of wheelchairs, ramps or hydraulic lifts.  Their caregivers must be skilled enough to care for them, strong enough to carry them, alert enough to attend to them, astute enough to recognize their capacity for growth, development and social contribution, and hardy enough to do it all every day.





The special health care needs of these children include varying levels of care ranging from skilled nursing to home health aid to vigilant babysitting.  Their equipment needs may include wheelchairs, hydraulic lifts, feeding pumps, suction machines, special eyeglasses, helmets, leg braces, special car seats, wheel chair vans, medications, and special formulas.  Services they rely on may include physical, occupational, and speech therapy, behavioral intervention, intensive psychiatric treatment, orthodontia, special education, one-to-one supervision at summer camp, massage therapy, Sign interpreters, and a broad range of pediatric primary and specialty providers.  Home alteration needs may include ramps, widened doors, accessible bathtubs, netted beds, stockade fencing, generators, and stair lifts.





Families of children who have special health care needs have unique needs too. They may need training to meet the special needs of their child.  They may need staff to provide some portion of their child’s 24-hour care.  They may need assistance to carry or transfer a child; they may need respite providers for a break from the challenges of caregiving, allowing time for simple activities like showering, grocery shopping, or spending time with their other children.  They may need guidance through applications for services, or through negotiations with school systems.  They may just need informed and consistent emotional support.





The challenge to families and those who serve them is to identify their needs and identify resources to meet those needs.  There are resources in the community that may be helpful. Are they adequate?  Are they accessible?  Do families know about them?


 














Description:  How is Connecticut Supporting the Children and their Families?





“I don’t know if  you can help me.  I’ve made so many calls.   I need help for my son and I don’t know where to turn.”


									Parent





The magnitude of care, special services, and equipment a child may need is typically more than a family alone can handle. Some families manage well and their children’s lives are as rich and full as possible.  But a significant number of families do not thrive as specialized caregivers.  They are unable to withstand the  physical and emotional strain, the  constant work of coordinating multiple services and medical providers, or the economic impact of caring for a child who has special health care needs.  Connecticut has a variety of federally and state-funded programs designed to support families and their children, but the programs are not serving all families adequately or equitably.  When a family is no longer able to cope, the state’s child protection system assumes responsibility for ensuring the safety, health, and well being for these children.  Despite the commitment to deinstitutionalization in the 1970s, more and more children are being placed in foster care, hospitals, and out-of-state facilities.  This is largely due to the failure of the system to support the family at home.  





The Connecticut agencies serving children with special health care needs include the Department of Mental Retardation (DMR), Department of Public Health (DPH), Department of Social Services (DSS), Department of Education (DOE) through Local Education Agencies (LEAs), and the Department of Children and Families (DCF).   There are several programs that assist children with special health care needs within each of these agencies.





DMR administers supports and provides services for Connecticut citizens with mental retardation based on deficits in IQ and adaptive behavior.  In FY 2000 the agency served over 7,000 infants and toddlers in the Birth to Three Early Intervention System as well as 2,894 children ages 3-18.





DOE/LEAs are mandated by the federal Individuals with Disabilities Education Act to provide all children with a free, appropriate public education regardless of the level or severity of their disability. Children between the ages of 3 and 21 who need special education and related services because of a disabling condition must be evaluated across all relevant areas, including if appropriate, health, vision, hearing, social and emotional status, general intelligence, academic performance, communicative status, and motor abilities. The LEA is required to provide those services identified as appropriate for the education of the child, including speech, occupational, or physical therapies. 





DSS serves children who qualify and enroll for health insurance through HUSKY, the Title XXI state Children’s Health Insurance Plan, and HUSKY Plus. HUSKY Plus was designed as a supplement to HUSKY for middle-income families.  It is divided into two programs, HUSKY Plus Behavioral� and HUSKY Plus Physical, a mirroring program to Title V Children with Special Health Care Neeeds (see DPH below).  Additionally, DSS offers a limited number of waivers and support grants to families of children with developmental disabilities who are not mentally retarded. 





DPH administers the federally funded Title V/Children with Special Health Care Needs Program (CSHCN) by awarding grants to two regional CSHCN Centers (Connecticut Children’s Medical Center and Yale School of Medicine).  Each was also awarded contracts by DSS to administer HUSKY Plus Physical (see DSS above). Administration of the two programs is overseen by collaboration between DPH and DSS.  These supplemental programs are intended to provide care coordination, family support, and payment for certain goods and services.  





DCF has a mandate to protect all children.  The agency becomes involved with children with special health care needs when there is a failure, whether through intentional abuse or neglect or a lack of ability and resources, to care for the child at home.  Although DCF does provide some intensive family preservation services, families of children with special health care needs have typically come in contact with DCF as a last resort and out-of-home placement at that point is common.  DCF is aware of approximately 400 children in foster care with complex medical needs, of whom over 200 are considered to have significantly complex needs.   There are approximately 127 homes certified to care for foster children with complex medical needs.


  


It does not matter whether a child with special health care needs is at home or in foster care, both the child and caregivers require a great deal of support and resources to assure safety and quality of life.  The areas of need include family support, the financing of care, access to services including medical providers and home health care, coordination of services, respite, and living arrangements that are developmentally appropriate, safe, and stable over time when home is not a viable option.  





Family Supports





The supports families need to avoid reliance upon state agencies to care for their children include financial assistance, home-based care such as nurses and home health aids, respite, education and professional guidance. Most state-funded programs provide some family support through education and guidance for families seeking resources.  The Title V and HUSKY Plus Physical programs both employ family resource coordinators.  DCF encourages family support networks; and DMR houses the Family Support Council. In addition, community organizations have developed to support, guide, and educate parents of children with special health care needs.  Yet families reported being ill-informed about the existence of these programs and when they do discover them, they find resource persons who are overwhelmed with requests for support. Even among support organizations, whether state or local, there is little mutual awareness or collaboration. 


Financing Care 





“Some families lack the ability to initiate an appeal.  Title V can’t help without an appeal in process.  When a system is maze-like, kids’ needs don’t get met.  It gets to a point where someone is being medically neglectful.  The system is setting up the family for failure. Why are medically necessary services denied in the first place?”																				Parent Advocate


Health Insurance


The exorbitant cost of services and equipment for children with special health care needs underscores the importance of health insurance. Some families have coverage through employer-sponsored plans.  Those benefits may be inadequate or subject to capitation or spending limits that are rapidly surpassed in high need situations.  Furthermore, employer-sponsored health insurance for dependent coverage is often cost prohibitive.   Other families may simply not have access to coverage for their children.  It is also not unusual for parents to quit their jobs in order to care for children, or lose their jobs due to frequent absences for medical appointments and child illnesses, thus losing insurance benefits.





DSS administers the provision of health care coverage for children through Health care for UninSured Kids and Youth (HUSKY).  HUSKY is Connecticut’s children’s health insurance program (CHIP) for children with no insurance.  It is divided into two parts, HUSKY A (Title XIX Medicaid), for children of families with incomes below 185% of the federal poverty level and HUSKY B (Title XXI) for other children with no insurance.  HUSKY B requires a premium for some families according to family income.  Both HUSKY A and B require that children enroll with a managed care organization under contract with DSS.  The HUSKY A (expanded Medicaid) plans are obligated to cover all medical goods and services identified under early and periodic, screening, diagnosis, and treatment guidelines (EPSDT).  The resulting benefits package is about as expansive as coverage can be and still manage to be categorized as medical.   While not obligated to meet EPSDT guidelines, the HUSKY B plans also have substantial benefits packages.  Children are “locked out” from enrollment, however, if they have, or recently had, coverage under another insurer.  Families with children whose special needs are inadequately covered by employer-sponsored insurance plans cannot risk going without insurance completely for the lockout period.  They have no recourse but to exhaust their benefits and spend down their assets, or unintentionally not attend to their children’s needs.  


 


	Supplements


Expenses arising from a child’s chronic condition may not be covered benefits, nor meet the insurer’s definition of “medical necessity.”  Such costs can be prohibitive to families.  They may range from seemingly innocuous items such as diapers ($20-40 per week for an adolescent child) to the more devastating expense of a wheelchair van for transporting a child ($40,000-100,000).  There are two insurance “supplement” programs for children with special health care needs.  DSS offers HUSKY Plus Physical to children enrolled in HUSKY B and DPH administers the Title V / Children with Special Health Care Needs Program (CSHCN) for all other eligible children.  Eligibility for both programs is based on family income less than 300% of the federal poverty level and the existence of a special health care need according to the federal Maternal and Child Health Bureau’s definition.�  HUSKY Plus Physical and Title V are administered jointly by DSS and DPH with services provided through the two regional Children with Special Health Care Needs Centers.  These programs may grant families’ requests for payment for certain goods and services if the families have exhausted all other resources and the program has sufficient funds.  The Title V and HUSKY Plus programs were designed to cover exceptional costs, but the goods or services requested must still meet criteria for “medical necessity” and be included on a list of “covered services.”   The OCA staff heard concerns about the lack of flexibility for items that are not typically considered “medically necessary” such as eyeglasses, air conditioners, vacuum cleaners with hepa filters and therapeutic riding programs.  Services that do not meet regulatory criteria, such as home health care personnel from agencies that are not Medicaid-certified, are also not covered, yet at times they are the only services available to meet the family’s needs.  The programs’ joint Family Advisory Committee (FAC) has challenged the programs’ definition of medical necessity.  The FAC is advocating more inclusive guidelines, as many of their children have needs that are the direct result of their conditions, yet are not categorized as medical.    





One of the greatest encumbrances to families enrolled in Title V or HUSKY Plus is the requirement to appeal a denial of service from a primary insurance entity before the programs will pay.  Families must “second guess” their insurer, and assume that they have inappropriately denied service, even when a service is clearly not listed as a benefit in the family’s insurance members’ guide. Appeals processes are burdensome and time consuming, potentially causing service interruptions or unmet equipment needs. Medicaid appeals require a written request. Medicaid will respond within 10 days to schedule a hearing that families must attend. Managed care organizations may delay response to an appeal for up to 30 days. (The insured may request an expedited appeal, which, if granted, will occur within three days. Such requests will be granted only if they satisfy the insurer’s criteria, which generally require a medical emergency.) 





Title V and HUSKY Plus staff assist families with these appeals, but even with assistance, there are time delays.  One Title V Benefits Specialist explained that DSS administering Medicaid and managed care plans administering HUSKY A do not always reimburse goods and services that are covered under EPSDT guidelines.  In such cases the role of the supplemental program is not as supplement but as advocate for an appeal for children whose needs are covered under their primary insurance.   Title V and HUSKY Plus do not cover co-pays, deductibles, and premiums, or any of the incidental but often devastating costs of care such as ramp construction, vehicular adaptations, utility and phone bills, travel expenses, and parking in hospital visitor lots.  





Though meant to be a “safety net” for exceptional health-related costs, Title V and HUSKY Plus Physical fall short of that goal.  Although some families are benefiting from these programs, other enrolled families are not aware of what services are covered.  Just as with DMR programs and straight Title XIX Medicaid coverage, there is no “Members Guide” available to families and they may not know to ask.  Title V and HUSKY Plus have only processed 2 appeals in 2 years, but families and care coordinators noted that many requests go unmade when denial is assumed or families do not know to make requests.  Yet, until recently, a significant portion of the Centers’ allotted common pool funds have consistently been unspent and redirected to expenditures other than goods and services, including much needed respite funds as well as administrative expenses.    





	Waivers


There are two “waiver” programs that may allow children to access comprehensive medical coverage and family supports.  Children who are clients of DMR and have complex, high-level care needs may be eligible for a Home and Community-based Waiver.  This waiver provides Medicaid reimbursement for residential habilitation, day habilitation, supported employment, pre-vocational programs, respite, family training and environmental modifications.  Children on the waiver may also be switched from managed care plans to  fee-for-service Medicaid which is funded by DSS.    The waiver is restricted to DMR clients and further restricted in the number of “slots” available.  In FY 2000, only 330 children were enrolled in the Home and Community-based Waiver. 





The Katie Beckett Model Waiver is a federal matching program that allows the participating state to provide Medicaid services to individuals who would not ordinarily qualify for Medicaid due to family income.  Under the waiver, the income of a parent or spouse is not counted to determine Medicaid eligibility.  The individual must meet DSS criteria for nursing home care, and the cost of services in the community cannot be more than that of the alternative institution.  This program also includes the cost of case management, which is not covered by traditional Medicaid.  This is not an entitlement program and the waiting list is substantial.  Connecticut offers a total of only 125 “slots” of the 200 authorized by the federal government because the state has not dedicated sufficient funds to access the full federal match.  In fact, were state funds available, the state could apply for an additional 200 federally subsidized slots through a second Katie Beckett Model Waiver.  Many families are discouraged from even applying due to the lengthy waiting list, currently 149 children, that may take several years to exhaust.





Grants


DSS provides family support grants of $250 per month to families of children with developmental disabilities other than mental retardation.  While there are income eligibility criteria, family income calculations are modified by disability-related expenses.  This is not an entitlement program and there is an extensive waiting list.  In 1999, only 75 families received grants.   The DMR Family Support Grants Program also provides small cash grants, of $250 per month, to low and moderate-income families of children with severe disabilities and mental retardation.  During FY 2000, 257 families were selected randomly to receive grants.  Over 300 eligible families are on a waiting list for grants.  DMR also provides discretionary one-time grants to families based on need.  Approximately 408 families received the one-time grants in FY 2000.  DMR currently has a waiting list of over 1500 people awaiting residential supports that may be in the form of grants.   





The newest grant program is DMR’s Enhanced Family Supports Program.  Through this program funding is made available to parents who design an individual approach to meet their specific needs, whether with staffing, adaptive equipment, transportation or home adaptations.  The amount of support ranges from $5,000 to over $100,000, with a mean of $25,000. Seventy-eight children from the DMR Waiting List received residential Enhanced Family Supports so far.    In a recent survey of families on the DMR waiting list, a majority said they wanted individual supports that would be directed by the child and family based on their needs and that would include enhanced family support. 





With the exception of the new Enhanced Family Support Grants, grant programs are not typically ongoing sources of financial support.  When used for large expenses such as home alterations, they rarely cover the entire cost, but merely act as a stopgap.  Furthermore, waiting lists do not accurately portray the existing need. Some caseworkers do not inform families of grant programs because of the poor likelihood they will receive a grant.





Access to Services





“The home health aids the agency sent were unreliable; they never show up.  I was getting in trouble with my job.  So I switched to the 3rd shift.  Now I work all night, come home, get her ready for school and drive her in myself.  Sometimes I feel I’ll fall asleep at the wheel.”


										Parent


“He was on Title XIX for 4 years before we found out from another parent that diapers are covered.”


										Parent





Access to a service requires awareness of the service, eligibility for the service and capacity of the provider to provide the service.  While progress has been made in Connecticut over recent years to develop programs to meet children’s special health care needs, there are still many families who do not access them.  There are families who do not meet eligibility guidelines (over income, over age, etc.) as well as those with needs that are not covered by the program (e.g., Title V does not cover behavioral health, ramps, home alterations).  There are also children who are eligible for services whose families do not know about the programs or have lost contact with the agency (i.e., clients with no phone, lack of transportation, language barriers, etc.).  Although cultural competence is an expressed goal among programs, agencies contracting out the administration of programs, such as the DPH/DSS contracts for Title V and HUSKY Plus Physical with the CSHCN Centers, are not able to ensure the employment of culturally responsive staff, either due to work force shortages in general or limited recruiting methods.  The lack of culturally competent staff limits access by certain populations. For example, applications for services may be delayed considerably if an interview is required and Spanish speaking staff are not available or translation by non-professional staff does not adequately capture the complexity of medical information and family needs.   


The demographic characteristics of children enrolled in state programs are suggestive of access to services by different groups.  DMR serves predominantly white children (72% white). The DPH Title V/CSHCN enrollment reflects Connecticut’s demographic characteristics, (50% white, 30% Latino, 20% African American�) but it does not reflect incidence of special health care needs.  National data reveals that minority children experience higher rates of chronic illness and disabilities.�  In addition to being white, families with school-aged children who are receiving intensive supports and services from DMR tend to be of high income level and able to articulate their children’s needs in relationship to available resources.   Less resourceful low-income families may not be aware of programs, their eligibility, or how to access them.  There were approximately 77,000 Connecticut individuals with disabilities between 3-21 years old identified for services through LEAs in FY 2000.   Over 2,000 of them were identified as being “multiply disabled,” far exceeding the numbers of children enrolled in Title V or HUSKY Plus Physical, or who receive at-home support services from DMR.





Interviews consistently revealed families and health care providers who are poorly informed about supportive programs. Family support programs were frequently described as understaffed and unable to fully educate the community.   There is no strategic planning for community education or outreach across the state.  DPH reported an array of events attended by CSHCN and HUSKY Plus Physical staff, yet there is still a high level of unawareness of the programs as well as some DMR resources.  None of the programs employ staff dedicated to outreach and community education.  Caseworkers and care coordinators are overburdened across all agencies, reporting little time to educate themselves about available resources, much less their clients or colleagues from other agencies.  





All evidence indicates near impossibility for providers to serve families and their children with special health care needs at home because the demand for home health care services has so exceeded the supply.  The shortage of home care staff has left families dependent upon occasional and unreliable help.  Other families are unable to access any home care services at all.  A collaborative study conducted by the Family Support Council* surveyed 51 families regarding their access to home care services.  Seventy-nine percent of families surveyed were receiving less than authorized hours of home care.  Sixty-six percent reported nurses canceling or not showing up at all.  A home care needs survey of 55 families receiving Title V respite funds from the Yale CSHCN Center found 81% of those who were prescribed home care services received less than the hours ordered.   





Finally, lack of transportation services interferes with access to all services.  Individual educational plans may include special transportation to and from school, and HUSKY A health insurance covers transportation to medical appointments.  But most children require more than just a ride.   School transportation may be reliant upon a health professional accompanying the child on a bus.  Should that person be unavailable, it would not be safe for the child to travel.  Transportation to medical appointments covered by some health insurance plans is only provided for the child and an accompanying caregiver.  Siblings are not included, so if the caregiver cannot arrange childcare for the siblings, the transportation is useless.   Transportation is rarely available to social and recreational activities, critical to any child’s overall development and well being. 





Developmental and Educational Services





“It was her first day of school.  At 6 years old it was her first day out of her room that wasn’t to the hospital.  Her ventilator fit right on her wheelchair.  She was so happy.”


										Parent





“I need someone to go with me to the PPT.  If I go alone I won’t get what my son needs.”


										Parent





Children with special health care needs require supportive services beyond medical and health related care.  Developmental disabilities may require intensive therapies and social skills training, and special education, services that are not readily available.   DMR’s Birth to Three services are provided directly to families of children aged 0 to 3 years who have been identified as having significant developmental delay or disability.   In FY 2000, the Birth to Three program provided therapeutic services, including speech, physical and occupational therapy, to 7,043 children. Despite the large numbers served, there has been a lack of consistency in how services provided by the Birth to Three systems are explained to families.  While the federal law outlines 17 distinct services for infants and toddlers with disabilities, interpretations of the scope of services provided varies across the state. 





At age 3, responsibility for meeting special educational and developmental needs transfers to the LEA.  In FY 2000 LEAs were providing special educational services to 7,275 children between the ages of 3 and 5 years, 102 of whom were considered “multiply disabled.”  In the same year they provided special education services for 2,037 “multiply disabled” individuals ranging from 6 to 21 years of age.  The growing demand for special education services is directly related to the growing population of children with special health care needs.  The increase in services to children with multiple disabilities also indicates that, though mild delays are predominantly resolved by age 3, the special educational needs of the children with medically complex conditions and developmental disabilities are not always present or identified in early childhood.   





Although educational services for children with special health care needs are strictly governed by IDEA, the OCA found that the quality of, and adherence to, individual educational plans for children with special health care needs varied widely.  Some children were receiving fully integrated services, while a number of children with special health care needs were being tutored at home without opportunity for a school-based experience.  Still other parents reported difficulty negotiating for appropriate IEPs.  They reported difficulty navigating the system and some reported feeling ostracized or intimidated for pursuing services that, although expensive, are required by law.   





Most of the agencies serving children with special health care needs have staff who assist with educational service negotiations.  But they are few in number and able to handle only a small percentage of the requests for assistance they receive.  DOE appoints “surrogate parents” to students without parents or guardians, or those in foster care to assist with negotiations for special educational services.  Yet again, the numbers overwhelm.  There are approximately 51 contracted surrogates for over 2,600 students.





Ensuring a child’s success throughout the school years requires consistent and responsive community-based supports that many families of school-aged children with special health care needs find lacking. A commitment and framework conducive to interagency team meetings is a crying infrastructure need.  Connecticut’s Birth to Three model provides therapeutic services to children at home in their “natural” environment, the premise being that skills are developed that a child can apply directly to daily living.  At age 3 children leave their “natural” environment for school and clinically based therapeutic services.  Failure to connect across all domains of a child’s life interferes with any therapeutic process attempted at home or community.  A child’s education plan may include therapeutic interventions that could and should be applied at home.  Without connecting school and home interventions, a child becomes compartmentalized and the therapeutic value of interventions is diminished as the child switches one program for another at each door he or she passes through.  Furthermore, without a willingness and means to share strategies for assisting a child with developmental, social, and behavioral skills, educators, providers and parents each miss opportunities to benefit from the expertise of the other in what is ultimately a common goal.     





Coordinating Services





 “Birth-to-Three Service Coordinators are supposed to be the be-all and end-all, but they are not because they are also providers.  They have to make a choice between delivering services or spending a lot of time finding resources for a family. No one can do both well.”


									Parent





“It’s impossible to coordinate care for this many children.  We do what we can in one phone call, hang up the phone, and pray they don’t call back.”


									Care Manager





Every child with special health care needs has a unique situation with varying degrees of available resources.  The common denominator amongst all the children who are the focus of this report is the need for complex care provided by multiple agencies, programs, and providers.  “Managing” or “coordinating” that care is often overwhelming, particularly when parents are not fully informed or supported.  Further complicating the situation is the fact that each state agency examined for this report funds a separate program that provides some form of case management or care coordination to families.  Yet there is no clear definition of care coordination or case management and there is no infrastructure for communication among agencies and programs.  Coordinators or case managers are commonly poorly informed of what other programs have to offer, what services they provide, or what other resources may be available to the families with whom they are working. There is no organized training or introduction to available supportive services for case managers or care coordinators among agencies.  Training tends to happen on a need-to-know basis.  Perceived issues of confidentiality also hinder collaboration among different parties, even when parents consent to the joint planning.  The duplication of services provided by multiple,  ill-informed case managers and care coordinators results in unmanaged and uncoordinated care.  It is inefficient and delays equitable access to services.


DMR


DMR has shown the capability to deliver a full continuum of services to families and children.  Access to services is limited, however, and the agency is not reaching all eligible children.  Of those children who do enroll with DMR, their caseworkers have smaller caseloads than other case management programs.  Nevertheless, DMR caseworkers do not consistently inform eligible families of available services, such as support grants or respite.  Some caseworkers have expressed concerns about funding limitations for services, so they do not want to raise hopes or impose applications needlessly.  Finally, despite expertise serving children with developmental disabilities, DMR does not have expertise with medically complex conditions.





	DOE/LEAs


Through LEAs, children may be assigned a program manager for school services, if it is in the individual education plan and parents know to request one.  Program managers, however, are for school services only; they do not cross into other systems or other domains of a child’s life.  Teachers and school officials sometimes perceive that requirements of collective bargaining agreements limit their ability to participate broadly in coordinating services for a child’s full routine and special needs.  This failure to collaborate reflects a wider lack of understanding and respect between the agencies that hinders any care coordination process.  Agency personnel are not recognizing each other as a resource.





	DCF


DCF’s primary responsibility is child protective services (CPS).  Although only a small percentage of the agency’s overall caseload, DCF is responsible for a large number of children with special health care needs. Children with special health care needs in the DCF system are referred to regional nurses and clinical social workers who serve as consultants to CPS workers.  Each region also has a Health Advocate to assist caseworkers with health insurance issues.  The supports that children receive depend upon caseworkers identifying needs and making referrals.





Support and care coordination services vary within DCF.  Each DCF region may have a different budget, different staffing with varying levels of expertise, and certainly different interpretations of its responsibilities for these children. Some of the most encouraging initiatives that have taken place at DCF occurred in only one or two regions, not statewide.  For example, the regional nurses in the northwest and north central regions refer every foster child with complex medical needs that they are aware of to the Title V program.  Nurses from both DCF and the Title V program attempt to make home visits together and coordinate care planning.  Staff in other regions may rarely contact the Title V centers.  





	DPH/DSS


By design, the DPH and DSS mirroring programs, Title V and HUSKY Plus Physical, are intended to provide coordination of multi-sourced services and care.  Achieving that coordination has been difficult.  The two CSHCN Centers do not operate identically, thus allowing flexibility for the differing geographical communities served.  Yet variations of operations confuse families and may be difficult to monitor for quality assurance and optimum outcomes statewide.  Care coordinators at each center are assigned very large caseloads of children. The centers currently have over 1000 children enrolled in Title V and approximately 150 in Husky Plus.  To coordinate the care of those children, each Center employs one nurse per program to provide care coordination.  The Yale Center has recently hired a second Title V nurse.  CCMC has 2 additional nurses who assist the care coordinators.  HUSKY Plus funds essentially subsidize the Title V program through sharing of services for economies of scale as the enrollment in HUSKY Plus is so low. For example, nurses at the Yale Center share the caseloads between programs. Because of the broad definition of children with special health care needs adopted by Title V and HUSKY Plus, many enrolled children do not require intensive care coordination.  Yet complete periodic assessments to identify coordination needs, while time consuming, are necessary for any level of legitimate care coordination.  Large caseloads and few staff suggests an incompleteness of care coordination or case management.  





In addition to coordinating care for children enrolled in Title V or Husky Plus, many families consult the care coordinators without enrolling their children because they do not meet financial eligibility guidelines. While there is no current means of determining case loads of children who are not enrolled, it is clear that the numbers are high and their needs are consuming a great deal of the care coordinators’ time. 
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DCF�
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DPH/DSS*�
Managed Care�
�
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8-49�
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As noted previously there is no distinct definition of care coordination or case management among agencies.  Each agency or program has a very different focus of service for children served, therefore ultimate responsibilities of case managers or care coordinators vary.  However, there are basic responsibilities common across agencies, including needs assessment, resource referrals, minimal periodic follow-up, and oversight or assistance with accessing health services.  This table is included to exhibit the variations in workload among case managers and care coordinators that impact the effectiveness of service.  A caseload range of managed care case managers has been included for comparison.   








As no single agency is responsible for children with special health care needs, applying for and receiving services from all of these agencies can seem like a confusing maze to families.  No single entry point exists for any of the programs that serve children with special health care needs.  Each individual program has its own separate application, even though they all collect similar, exhaustive child and family information.  Families have reported failure to apply to potentially helpful programs due to the fatigue of filling out multiple, invasive applications for enrollment and re-enrollment.  Both individuals and organized family groups have advocated for a single application to all state programs for many years.  











Respite





“Thank you for the respite money.  It was the first time in a very long time that my husband and I could have dinner together.”						


								Parent





“If I could just get a couple of hours a week to myself, I might be able to keep it together.  I’m so tired.”


								Parent





Respite allows families an occasional short-term rest from caring for a child with special health care needs.  It is one of the most commonly requested services.  DPH, DMR, and DCF each offer respite supports in some form.  DCF offers limited support through respite foster homes to foster children only.  DPH and DMR each have limited cash subsidy programs and DMR operates respite centers.  Generally, families receiving cash subsidies pay respite providers directly or utilize services at a respite center, camp, or other arrangement.  





Respite cash subsidies allow families to decide who is hired to look after their child.  Recipients are encouraged to make their own arrangements but often are unable to find respite caregivers in their communities.  Home nursing care is approximately $35 per hour, and home health aids average $12 per hour.  Families hiring non-professionals pay an average of $10 an hour.  A $500 grant may translate to 50 hours or 2 days of respite per year.  If a child’s medical complexity requires professional care, such as ventilator maintenance, then families are faced with both limited funds and limited availability of professionals.  





Both cash subsidy programs have extensive waiting lists.  The Title V/CSHCN Centers served approximately 500 families in FY 2000 with annual grants of up to $500.  In early January 2001, there were already over 550 families awaiting respite funds.  Funds are awarded per family, not per child and once a family has received an award, they may not receive one the next year until waiting lists are exhausted.





In FY 2000 DMR provided over 1,622 respite subsidies to families of children with mental retardation. Though a few families on the DMR residential waiting list may receive up to $2,100 per year in grants, generally the funding for respite care is limited to up to $900 per year and many families receive as little as $240 per year.  Consequently, respite opportunities available to these families are severely limited.  DMR has respite centers in two regions that can accommodate a limited number of children with special health care needs for overnight respite. While families do not pay for their child’s accommodation, it is very expensive to DMR.  For example, one day at a DMR respite center costs the agency $500-560.  Because spaces are limited families may not access services more than once per year.  Only 240 children received respite care in the centers in FY 2000.  DMR also entered into year-long contracts with provider agencies to provide in-home respite to an additional 75 children in FY 2000.  One private agency contractor explained that because current funding covers the agency’s administrative costs and provider training, any further investment would go directly to expanding respite services.  Nevertheless the agency has not been able to negotiate more funds from DMR.





DCF provides minimal funding for respite care to foster families of children with special health care needs.  The foster parents typically must arrange for respite care from their own resources. While regional resource nurses and home care agencies are sometimes available to provide training for respite providers, foster parents and even caseworkers commonly teach medical treatments to other foster parents in order to provide respite care to a child with a medically complex condition.  With this level of informality, the potential for improper care, including potentially life-threatening errors, is high.  





HUSKY Plus Physical, a program meant to mirror Title V, provides no respite assistance.  Families of children with special health care needs enrolled with HUSKY B and HUSKY Plus are the only families with income under 300% of the federal poverty level who are ineligible for Title V services and, therefore, Title V respite funds.  The federal government allows states to seek a waiver to fund respite care, but Connecticut has not applied for that waiver.





Other respite resources in the community, such as the UCP Respitality Program, are small and limited both in resources and consistent funding.   As with the major programs, many families who would be eligible never even learn of the available resources.





Out-of-Home Placement





“My son is safe where he is.  I’m so afraid DCF will yank him out of Alabama and bring him back here where there is nothing!”


									Parent





“It breaks our hearts to send our boy to residential placement.  But he needs 24 hour supervision and we just can’t do that anymore.  We haven’t slept in months.”


									Parent





A child with special health care needs, like any child, will grow and develop best in a stable, home environment. At times, however, a child’s needs are so complex or the burden of care so overwhelming that the family, if the child has one, will not feel able to care for the child at home.  Without adequate resources for at-home care, out-of-home placements are unavoidable.  In those cases where out-of-home placement is necessary, appropriate residential settings with programs designed to meet these children’s comprehensive needs must be identified.  





There are three Connecticut agencies that facilitate the placement of children out of their homes.  DOE/LEA may support children being placed in residential educational facilities.  DMR supports placement of children with mental retardation in various settings, including families, group homes, and occasionally institutional settings, based on need and availability of services.  DCF places children in foster care, group care or institutional settings for protection and safety.  Each agency has differing arrangements for residential placements, and varying levels of support for those settings.  A review of each type of setting highlights the lack of an adequate range of residential resources in Connecticut and the urgent need to develop sufficient alternatives.


Residential Arrangements: Community Training Homes (CTH) and Foster Care


DCF and DMR place some children in settings intended to mirror family living.  DMR licenses community training homes and DCF licenses medically fragile foster homes.  Although the intent is similar, the reality is very different.  





	Community Training Homes (CTH)


CTH are family homes licensed by DMR to provide accommodation for up to three persons with mental retardation.  There are 49 CTH families licensed by DMR to provide care to 65 children.  In FY 2000, 26 children were living with CTH families.  The DMR homes are prohibited by explicit policy from exceeding licensed bed capacity.  Children with medical or behavioral health needs typically receive DMR’s comprehensive community training home rate of $1,529 per month.  The cost to DMR is offset by the Social Security Income entitlement of $530 per month.  In addition, children also receive a personal cost allowance of $119.60 per month from DMR.  DMR at times may supplement the CTH rate for specific needs such as transportation, respite, equipment or other supports.  





The child in a CTH benefits by living in a family atmosphere. DMR benefits by a significant cost saving when compared to larger residential settings that may run as high as $70,000 annually.   DMR does not seek guardianship of children in care.  DMR encourages families to be involved with their children.  However, a review of children currently in DMR care revealed that family involvement consistently diminishes over the length of placement.  





	Medically Complex Foster Care Homes


There are 127 homes certified by DCF to care for foster children with complex medical needs.  Each home accommodates at least one but usually more foster children.  The number of homes is not keeping pace with the number of children requiring specialty foster care.  In fact, the number of homes has remained fairly static over the past few years. Because of the shortage of foster homes, there is a tendency to crowd those willing to care for “medically complex” children.  Moreover, when a foster family adopts a foster child, the child is no longer counted toward the foster home’s licensed capacity. This has allowed some families to dramatically increase the number of children with special health care needs they care for in one home.





Consequently, many children in these foster homes experience an institutional atmosphere where their individual needs are not consistently met and the foster parents experience an exponential increase in the burden of care.  DCF pays foster parents of children with special health care needs approximately $1200 per month and retains monthly SSI entitlements to defray costs.   The agency has additionally financed some home alterations where children with special health care needs are in long term foster care or pre-adoptive placement.
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DCF and DMR Caregiver Training


Both DCF and DMR provide global training programs for all individuals who will provide medically complex foster care (DCF) or host community training homes (DMR).  The programs each include CPR, First Aid, infection control, policy and procedure, and basic parenting skills. However, specific training to care for children with special health care needs is quite different between the two agencies.  





DCF parents attend courses that cover an introduction to medically complex conditions, medication administration, respiratory disease, feeding disorders, neurological and orthopedic disorders and HIV.  Individualized preparations may include child-specific care instruction from hospital or home care staff or the regional resource nurse.





Training for DMR parents addresses child development and age appropriate activities.  There is also a focus on developing overall plans of service (OPS) for each child according to his or her assessed needs.  The OPS dictates the type and extent of child-specific training caregivers will need as well as who will provide it.  A child with special health care needs may have an OPS that includes training and services from the regional health services director, the behaviorist, psychologist, and so on.  





The significant difference between training programs for foster care or community training homes is the attention given to individual needs and the commitment of resources accordingly. The urgency of placements in protective services cases often precludes adequate child-specific preparation for foster parents, jeopardizing the child’s health and safety.  The OPS model of planning and preparing caregivers that DMR uses is fluid and revisited periodically; therefore adequate training to meet a child’s evolving needs is more likely achieved.  Once beyond the crisis of urgent child protection placement and initial foster parent training, adoption of the OPS model in foster care would ensure ongoing support for the evolving needs of foster children as well.





	Supervision


Supervision of DCF foster children with special health care needs is complicated by frequent turnover of caseworkers, most of whom have inadequate training and experience in the needs of such children. Unrelated foster children in the same foster home are likely to be assigned different caseworkers who are commonly unaware of the medical problems of other residents in the home. As a result, they are unable to assess the adequacy of facilities or staffing.





DCF’s primary responsibility is child protective services and children with special health care needs constitute a small percentage of the agency’s caseload.  As a result the agency has little expertise in developmental disabilities or medically complex conditions. DCF staff tend to focus on medical care rather than the child’s comprehensive care and developmental needs.  The number of regional nurses is limited (2-4 nurses per region), and few have experience with children’s chronic health and developmental conditions or home and community care. Unequal geographical distribution of foster children with special health care needs compounds the difficulty of supervising their care. Large urban areas have a disproportionate number of children with special health care needs but nursing resources are not adjusted to meet that increased need.  Finally, each region uses its nurses differently, and no standard policy exists to ensure that nurses are consistently consulted in the care of these children.





 At DMR each CTH is assigned a case manager for all residents.  An interdisciplinary team (IDT) (including a nurse, a behaviorist, a psychologist, a physical therapist and other necessary professionals) is available in each region to assist case managers and CTH families when requested.  The IDT can assist in evaluating a child’s care needs and developing a comprehensive support plan.





Children in DMR placements are more likely to have developmentally appropriate toys and adapted environments than children in DCF licensed placements.  Other than through the efforts of individual foster parents, DCF has no mechanism for obtaining adapted recreational equipment, playthings, or furnishings.  In fact, since the usual goal of DCF is reunification with the biological parents, and foster placement is ideally regarded as temporary, recreational equipment and services are not a departmental priority.  Unfortunately, foster placements, especially for children with complex medical conditions, often last longer than expected and children miss the benefits of developmentally appropriate toys and adapted environments.





	Recruitment of Caregivers


Recruitment of foster families is a challenge.  While the state of Connecticut benefits a great deal from the commitment and caring of foster families, their numbers are not adequate and supports and resources available to them are limited.  Foster parents are often overwhelmed by the complex medical and developmental needs of these youngsters.  They have the same needs for in-home support that birth families have, and suffer from many of the same limitations. Support services such as home health care are severely lacking.  Recruitment of routine foster parents is difficult; identification, training, and support of foster parents capable of caring for this special population of children presents an even greater challenge.





DMR CTH families are also scarce.  However, the strict limits that DMR maintains on the number of children placed in a single home appears to prevent “burnout” among families.  They do not experience the turnover of resident children that foster homes do and DMR staffing is consistent compared to the high turnover rate among DCF workers.  In addition, DMR CTH families receive higher payments for care, have greater availability of other financial and equipment supports, and do not have to deal with the complex legal process associated with children in placement for abuse or neglect. These factors also may influence the families’ level of satisfaction and, therefore, ongoing quality of care.





Residential Arrangements: Group Care Settings





The greatest disparity between DMR and DCF residential services exists in the area of group care settings.   Group care settings licensed by DMR are referred to as Community Living Arrangements (CLA).  DCF licenses a type of group care setting specific to this population called Permanent Family Residences  (PFR).   





	Community Living Arrangements (CLA)


CLA, commonly referred to as group homes, are community residences, owned or leased by DMR or private provider organizations, typically accommodating six or fewer children who have mental retardation and a variety of other health and developmental needs.  No DMR CLA houses more than 7 children. There are 5 CLA in Connecticut that are expressly for children under 18, although DMR is the primary funder of only one of these homes.  Most residents are adolescents who have lived in the CLA since the home’s opening and, for some, since they were young children.  Some children in CLA previously lived in institutions.  In fact, many CLA were developed specifically for the individuals who reside there.  The cost of maintaining a child in a CLA ranges from $170 to $500 per day.  The cost of private sector CLA was found to be less expensive than the per diem cost in DMR-operated CLA due to DMR-related overhead costs.





Permanent Family Residences (PFR)


In 1980 DCF established the model of the PFR.  These homes were specifically designed to provide permanent foster care for disabled children as an alternative to institutional care.   There were six such homes licensed, but only four now have foster children placed there.   A fifth home, no longer providing foster care, has at times cared for over 20 individuals with severe disabilities, most of whom are former foster children who have been adopted or aged out of DCF’s custody.  Currently, 17 individuals with severe disabilities live in that home.  Subsidized adoption by PFR foster parents is common. The PFR are more accurately described as institutional or semi-institutional residences than home settings; most had more than 15 children with special health care needs living in ward-like arrangements.  DCF regulations do not define a maximum number of children that may live in one residence.  In marked contrast to DMR reimbursements, DCF reimbursement is the same as that for children in medically complex foster homes, $43 per day or $1290 per month.  As with the medically fragile foster homes, no financial supplements are provided for items such as transportation or adaptive equipment.  
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	Staffing


CLA staff to child ratios varied according to the level of need of the residents, however nowhere was the ratio less than 1 adult to 3 children per shift.  All homes had awake overnight staff and, in several homes, children were accompanied to and at school every day. All staff received the same 80-hour training given to CTH families as well as client specific training from multidisciplinary teams. Continuing education, both mandated and voluntary, is documented for each employee.  The continuing education program is highly valued by the CLA providers and is actively supported by DMR administration.  CLA staffing is impacted by the statewide workforce shortages and turnover.   Staffing varied between providers but generally staff are hired as employees of the organization so as not to rely upon home health agencies who are generally unable to meet staffing needs consistently if at all.  


In the PFR, foster parents are entirely responsible for care of the children.  They may supplement with hired staff but most had fewer than 2 staff members.  The average ratio of care was 2 adults to 16 children.  Most PFR relied on home health agencies for services, despite inconsistent availability of home care staff.  Unless foster parents can function without sleep, there was no guarantee of round-the-clock skilled care for these medically complex children. There are no specific training requirements for families who maintain PFR.  


	Record Keeping


Individual client records in the DMR CLA comprehensively document each child’s plan of care, health information, medications administration, and social and educational information. There was evidence of regular communication with schools and health care providers.   A residential manager who monitors care, staffing, and general home maintenance oversees each CLA.  In contrast, PFR have no requirements for maintenance of records.   At one site, neither the PFR nor the contracted home health agency maintained individual daily care records for the children.  Individual plans describing needs and care were nonexistent.


	


	Physical Environment


The physical environment of the CLA and PFR also were quite different.  DMR licensed CLA were clean and nicely furnished with single or shared bedrooms decorated to client and family preference.  Adaptive equipment was noted to be in good repair and appropriate to meet client needs. Staff did share that the children who had expensive durable medical equipment needs (such as adapted wheelchairs) often waited months from the time the need was determined to payment authorization from insurance and receipt of the equipment.





The appearance of PFR varied.  One was found to have a “family-like” atmosphere, despite the presence of 16 children.  In this PFR children’s rooms were private, and reflective of their varying ages and personalities.  This particular residence employed one individual to assist in caring for the children.   The medical and physical needs of the children were far less complex than those in the other PFR.  Another PFR housed 17 individuals with severe disabilities, 9 of whom had been adopted.  The setting was ward-like.  None of the children attended public school.  Instead, a single teacher spent 4 hours a day at the home to serve the needs of all 17 children. Trips out of the house into the community were rare or nonexistent.  Adaptive equipment was noted to be old, inadequate, often unsanitary and shared between children, rather than ordered and prescribed for individuals. 





The regulations governing PFR are less stringent than those for CLA.  We noted large differences between PFR in quality of care, philosophies of care providers and whether the PFR achieved a homelike atmosphere.   Since the initiation of the Child Advocate’s review, DCF has placed a moratorium on additional children being placed in PFR.  However, a number of children continue to live in them under conditions that do not meet their needs. 





Residential Arrangements: Institutional/Semi-institutional Settings


Connecticut has one facility licensed by the Department of Public Health as a sub-acute rehabilitation setting with a pediatric unit. The facility is the only medical care facility in the state that can accommodate, on a long-term basis, children whose physical needs are too complex or intensive to be provided for at home or in the community.   The unit has 27 pediatric beds, one third of which are occupied by long-term residents.  The hospital is not intended as a long-term placement for children.  Rather, the facility is meant to be an interim sub-acute setting for children who are discharged from acute care hospitals but are not yet ready for home. Once the children are ready for home, however, the shortage of home care supports and lack of alternative residential settings has essentially stranded some of them in the sub-acute facility.  The majority of the children who are long-term residents remain hospitalized due simply to the lack of alternatives.  Currently, eight of the children on the ward take a bus from the hospital to community schools five days per week. 





The standard Medicaid reimbursement at the facility is approximately $850 per day.  This includes the cost of adaptive equipment and specialty care.  The financial cost to DCF for children who do not meet medical criteria for admission is negotiated on a case-by-case basis according to the child’s acuity and complexity of care, starting at $575 per day.   Additional costs include the harm to the child caused by long-term placement in a developmentally inappropriate setting. Although staff at this particular facility endeavor to meet the children’s developmental needs, a sub-acute setting, by its nature, does not provide the opportunity for minimally supervised exploration such as crawling, normal social interactions or unplanned age appropriate play.  More important than even these essential activities, long-term hospitalization interferes with the formation of a loving, trusting, secure attachment to one or two principal caregivers. 





The number of children entering the DCF system with special health care needs is growing out of proportion to the growth in accommodations.  With limited numbers of foster homes and few facilities available, a small number of children currently reside in skilled nursing facilities designed for the elderly.  DCF has also turned to utilizing out-of-state residential programs. Over 450 Connecticut children currently reside in facilities as far away as Florida, Tennessee and Georgia. Approximately 10% of them meet this report’s definition of children with special health care needs.  While the care needs of some children may be so complex as to require an expertise available only at specialized facilities, there are many children placed out of state simply for a lack of alternatives in Connecticut.  Discharge and permanency planning for children placed in out-of-state settings is extremely difficult.  There is no effective oversight to ensure face-to-face contact or facilitation of family visitation.  Children in out-of-state facilities often have no sense of belonging to anyone, no personal relationships.  In addition, if reunification with the family is not feasible, long-term institutionalization often becomes the permanent plan.  Recently, DCF has made a commitment to cease the placement of children out of state.   While this is an important, laudable decision, the state is still not prepared to accommodate the many children awaiting placement now and in the near future, much less the 450 who are already out of state.





Residential Educational Placements


Some children have complex educational needs requiring highly specialized intensive care and supports.  Local school districts that cannot meet such intensive special educational needs turn to residential educational placement.  In FY 2000 there were approximately 400 children in out-of-state residential educational programs placed either by LEA or a collaboration of LEA and DCF or DMR.  In the same year there were over 100 children in hospital or homebound educational programs. Educational costs and living costs may at times be divided and shared by the LEA and DCF or DMR.  DOE has no responsibility to monitor residential educational placements.  The LEA is responsible for oversight of the educational program but there is no specific requirement to visit or monitor the overall quality of the placement.  





Reunification:  Children Returning to Families





Family involvement, while encouraged in most client situations, varies tremendously.  Families of children in DMR care tend to be more involved, perhaps because the family has chosen the option of placement. DCF’s focus on child protection and its power to involuntarily remove children from families does not promote family involvement and partnerships.  Families reported that DMR expects and is more accommodating to the team approach. 





Data regarding the number of children with special health care needs being reunified with their families is not available.  Reasons for removal of children without special health care needs from their families frequently include issues of substance abuse and domestic violence.  Removal of children with complex health or developmental needs may be for similar reasons, which are further compounded by competing needs of siblings, and a lack of family supports or resources.  In other cases, parents merely lack the training to care for their child and lack support to manage that care.  On occasion, removal from the family may provide an opportunity for foster parents and the health care community to “foster” caregiving and management skills in parents or may allow the child to grow out of a critical stage.  However, preparation of the family and community for the child’s return and the timely provision of ongoing support and services upon the child’s return are essential to successful reunification. Generally, they do not occur.   Families with children placed at a distance from home are unable to participate consistently in therapeutic programs.  There is little emphasis on preparing families, school systems or communities to receive children back after residential treatment.  If reunification does occur, without preparation and supports families face a high possibility of failing to meet their children’s needs and, consequently, the children face a high likelihood of returning to out-of-home care.  





Conclusion





The Child Advocate’s review confirmed that children with special health care needs require multiple services and supports for daily living that are often overwhelming to manage.  Several state agencies provide services or programs specifically designed to meet the needs of children with special health care needs and their families, but the fragmentation of services complicates a child’s care and may contribute to a family’s failure to meet their child’s needs. No single state agency is vested with the responsibility to coordinate services and educate communities about available resources.  No single entry point exists for any of these services.





The missing factor in Connecticut’s care of children with special health care needs is early intervention for family preservation.  DCF and DMR are more likely to provide intensive family support and care services to children in out-of-home care than within their families of origin.  A family often enters the child protection system when the child’s care needs exceed the family’s available resources.  The current array of “family preservation” resources utilized by DCF protective services are often ill equipped to provide the type of services and supports needed by these families in crisis.  “Too little too late” will not keep families intact.   Until families are supported at home, the need for out-of-home placements will continue to grow.  





Supports needed at home include respite and a variety of home care services, educational programs, developmental programs, and therapies.  A nursing workforce shortage is hindering family care of children at home tremendously.  Yet even when children are removed from home and placed in foster care, the work force shortage continues to affect the child’s safety and well being.  Financial support for the cost of care is also critical to the survival of families with children with special health care needs including the incidental expenses that can accumulate and devastate a family (transportation, parking, childcare).  Despite the development of some very creative family support programs, grants and waivers, very few children are currently accessing them.  Families’ access to services is often a matter of luck or pluck.  Furthermore, minority families are conspicuously underserved, and language barriers and ineffective outreach may be concealing large groups of families in need.  





The number of children with special health care needs served by each individual agency varies significantly, despite the fact that most children would qualify for more than one program.  This suggests that families are only partially informed about available resources and agencies serving families are not making interagency referrals.  Yet enrolling all eligible children would likely overwhelm programs that are already understaffed and struggling to meet obligations.  Families may inadvertently be denied services when workers avoid outreach in order to maintain current workloads.  





When families cannot meet the needs of their children, least restrictive appropriate out-of-home placements are not available.  Recruiting and supporting foster parents is an ongoing challenge.  The variance in cost and quality of residential placements from agency to agency is dramatic.  Children are languishing in institutional and semi-institutional settings.  Childhoods are passing in waiting for a place to go.  There is inadequate oversight to ensure ongoing face-to-face interactions by caseworkers with the children out of state or to facilitate family visitation.  There is no concerted effort to prepare families, schools and communities for reunification.  Children need responsive planning that reflects both their chronic needs and their developmental changes throughout all aspects of their lives.  Most children with special health care needs can live in the community at a cost no more, and perhaps less, than the cost of institutional settings. Connecticut must develop a system that will allow these children to remain or settle in one place where they may live in a family and belong to a community. 





Accountability and measurement of outcomes among agency programs is sorely lacking.  Workers and care coordinators are poorly informed and poorly supported.  The lack of relationships between agencies impedes families’ access to supportive programs.  Yet each state agency and related program serving children with special health care needs has some strengths.  The Child Advocate challenges agencies to identify the strengths of each other, to recognize the value of partnering, pooling resources, and establishing productive relationships.  Connecticut has children with needs that may be complex, technical, expensive, and exhausting.  But those children also have the same needs as all children, the need to be a part of a community, to have personal relationships, to belong to someone.   We must develop a system in which families are supported in the care of their children and children always belong, regardless of their circumstance or their family’s capacity to care for them.  This will only work if a culture can be developed that embraces the idea of shared responsibility and problem solving.    Family advocates and grassroots support organizations have been successful in leading families through the confusion of interdisciplinary care.  There is a lesson to be learned from their collaboration and sense of social responsibility.





�
Recommendations





A lead agency to coordinate services and programs





The Department of Mental Retardation should serve as the lead agency for coordination of services for children with special health care needs. DMR has a demonstrated expertise in serving individuals with disabilities. The agency has shown consistent sensitivity to individual and family needs and is committed to self-determination and community-based models of support.





Pooled state funds for coordinated and flexible use 





The lead agency should work with relevant state agencies to develop a plan for the establishment and administration of an account that pools, to the greatest extent possible, the state’s funds for children with special health care needs.





The lead agency should also develop and administer a comprehensive plan for the coordinated expenditure of such funds and for the coordinated delivery of services to children with special health care needs.





The comprehensive plan for coordinated expenditure and delivery of services should include the following components:





A single point of entry to the system 





The single point of entry should provide families with convenient access to comprehensive information about available resources and services. The single entry point should coordinate and simplify the application process for all services and programs. The single entry point also should provide an immediate connection for families to care coordination services.





A system-of-care model for delivery of services 





In the system-of-care model, service planning is directed by the individual needs and preferences of the child and the child’s family. The system should place a greater emphasis on early identification and intervention to prevent the escalation of special health care needs or  social crisis in these families. 





The system-of-care model should include development of a comprehensive and flexible continuum of services with emphasis on home-based and community-based support services that permit care of the child to occur in the appropriate, least restrictive setting. The continuum of services should emphasize family supports, including respite and home health care.





The model should also include a strong component of effective community-based care coordination that is available to the largest possible number of children and families.





Coordination of expenditure of funds by the lead agency





The lead agency will be responsible for coordinating the expenditure of the pooled funds. The lead agency should bear primary responsibility for care coordination and program development and administration.





Identification of need for and development of appropriate, least restrictive residential placements





Identification of the extent of the need for additional out-of-home placement options and development of those options would permit appropriate placement of children who are presently placed in developmentally inappropriate, overly restrictive facilities in which they are isolated from their families and communities.





Other recommendations include:





Determination of number and characteristics of the population





The lead agency should coordinate and collect data necessary to determine the number, characteristics, and service needs of children with special health care needs in Connecticut. The lead agency should rely upon this data when developing and administering the comprehensive plan for coordinated expenditure and delivery of services to children with special health care needs. 





Develop uniform standards of care and oversight of services





The lead agency should develop uniform standards for care coordination and service delivery that include performance measures for all programs and providers. The agency should develop uniform standards for oversight of children in out-of-home placement that require regular review of the child’s treatment and discharge plans and regular direct contact with the child and caregiving staff. The lead agency also should develop universal standards and uniform rates for state-funded out-of-home placements in order to eliminate the vast differences in quality that presently exist. 





Educate and involve families, communities and providers 





The lead agency should develop a comprehensive statewide outreach plan to educate communities and families about available services for children with special health care needs, with specific emphasis on reaching minority and low-income families. The agency should develop an educational campaign to teach providers to identify families at risk and to refer them to supportive programs before a crisis occurs.  Consideration should be given to establishing partnerships with commercial entities for educational programs to maximize state resources.  














Develop strategies to alleviate shortage of pediatric providers





Immediate attention is needed to address the shortage of pediatric providers.  The Department of Public Health should convene a working group of affected agencies, providers, educators, and consumers to develop strategies to alleviate the shortage of all level of pediatric providers.  Strategies could include mortgage discounts, health insurance programs, tax incentives, and tuition assistance. The working group’s recommendations should be submitted to the Governor and General Assembly for immediate action.  








Expand health care coverage for children with special health care needs





Department of Social Services should waive the 6-month lock out period for HUSKY B enrollment for children with special health care needs and expand eligibility for the supplement HUSKY Plus Physical to more children.


�
Recent Initiatives Affecting Children with Special Health Care Needs








DMR





Children Services Focus Team - A multi-agency, multi-disciplinary focus group will assess services for children with mental retardation, identify best practice and make recommendations to DMR administration for enhanced services, interagency opportunities and capacity building.  





Enhanced Family Support – This program provides grants to families of children with mental retardation.  Expenditure of grants is self-determined according to family-identified needs.





DSS and DMR are currently collaborating on a pilot to fund family-directed care in situations where families have been unable to access health care supports.  





Waiting List Focus Team – The team developed a plan to eliminate the waiting list for residential supports and placements for individuals with mental retardation. Children constitute approximately 25% of the waiting list.





Memorandum of Understanding with DCF – This agreement facilitates the coordination of services between DCF and DMR for clients who are within the care of DCF and who may be eligible for services through DMR.  It establishes protocols for the transition of children and youth from DCF to the DMR system.  





Family Supports Development - $75,000 grant given to Parents Available to Help (PATH) to establish DMR parent-to-parent network





DCF





Community Living Arrangements - DCF has begun to develop resources for some of the children who are currently living in institutional settings.  A group living arrangement for 4 boys with complex medical and behavioral needs is expected to open in Spring 2001.





Connecticut Community KidCare:  A Plan to Reform the Delivery and Financing of Children’s Behavioral Health Services.  This collaboration with DSS creates a system-of-care model system for providing behavioral health services to children.





Respite provider recruitment is underway through 8 private foster care agencies.





Memorandum of Understanding with DMR – described above under DMR initiatives.














DSS





Connecticut Community KidCare:  A Plan to Reform the Delivery and Financing of Children’s Behavioral Health Services.  Described above under DCF initiatives.





DSS and DMR are currently collaborating on a pilot to fund family-directed care in situations where families have been unable to access health care supports.  








DPH





Children with Special Health Care Needs Registry – This registry is being established through a Center for Disease Control grant to develop a state-based birth defects surveillance system that will identify and link children with special health care needs  to services.  





The Office of Public Health Workforce Development has been established to address the issues of shortages in the health care fields.





OCA





Child Watch:  OCA plans to conduct a half-day learning experience for policymakers and community members focused on children with special health care needs. The project will be planned in conjunction with the Children’s Defense Fund and conducted in Fall 2001.  





Others





RespiteResource.com - An interactive electronic database containing all respite resources available in Connecticut.  Families, providers and agency personnel may access information about respite and respite resources on this geographically based site.  Developed through a collaboration of the Yale School of Public Health,  the Yale Center for CSHCN and the Medicaid Managed Care Council.  This site is soliciting a home base and funding for expansion to include all services related to children with special health care needs.





Public Health Committee Roundtable:  Community-based Care for Children with High Technology Care Needs - Roundtable discussion on February 2nd, 2001 focused on this OCA report, workforce issues and the development of a collaborative home care services agency.  A multi-agency, multi-disciplinary task force, currently focusing on respite resource development, will continue the discussion and present recommendations to the sponsors, Senator Toni Harp and Representative Mary Eberle.





The Council on Developmental Disabilities will sponsor a two-day statewide Respite Coalition Day in October 2001.  





Public Act 00-135 created an Advisory Commission on Services and Supports for People with Developmental Disabilities Who Do Not Have Mental Retardation.  P.A. 00-135 is being revised this year by R.B.1250.  This Commission, staffed by DMR and the Council on Developmental Disabilities, will be issuing a report and recommendations to the General Assembly by the end of this calendar year.  The Commission is conducting an extensive study of current services and supports, focus groups and a survey.  











� The focus of this report is children with complex medical conditions and developmental disabilities.  HUSKY Plus Behavioral, a supplement administered by the Yale Child Study Center will not be addressed.  Behavioral health services for children have been extensively addressed in the DSS/DCF “KIDCARE” collaborative proposal.


�  Under the MCH definition, children with special health care needs “are 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.” McPherson, M, et al., Commentaries: A New Definition of Children With Special Health Care Needs.  Pediatrics, vol. 102 (1) July 1998, p. 138.


� Gannotti, M., Assessing utilization of health and rehabilitation services by Hispanic children with disabilities.  National Institutes of Disabilities and Rehabilitation Research.  Paper prepared for publication, 2000.





� Newacheck, P Stoddard JJ, McManus M. Ethnocultural variations in the prevalence and impact of childhood chronic conditions.  Pediatrics, vol 91(5) May 1993, pp. 1031-1038 supplement.





* Parents Available to Help (PATH), The Family Center at Feroletto and Yale Family Connections conducted the collaborative study with the Family Support Council.


* The DPH/DSS category of care coordinators refers to those of the Title V Children with Special Health Care Needs and the HUSKY Plus Physical Programs.
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