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Children with special health care needs in the state of Connecticut are at high risk for institutionalization, long-term hospitalization, and overcrowding in specialized foster care homes due to a dearth of financial supports to the family and the restriction of health insurance coverage for home-based and community-based services. Out-of-home care, particularly institutional care, has potential deleterious consequences on child development and often results in a transfer of substantial costs to the state. In accordance to their mission to oversee the protection and care of children in the Connecticut, the Connecticut Office of the Child Advocate has commenced a broad initiative to improve access to family-supported care with the aim of decreasing the number of children in out-of-home care. Included in this initiative is the investigation of cost benefits to the state. The objective of this study is to provide a preliminary assessment of the costs of care to the state through a qualitative and quantitative comparison of service costs for children utilizing in-home versus out-of-home care. 

INTRODUCTION

Since the late 1980s, there has been widespread agreement with the philosophy that “all children belong in families” and that families should be supported to keep their children at home (Rosenau & Walker 2002). Despite this philosophy, children with special health care needs in the state of Connecticut are at high risk for institutionalization, or other out-of-home care placements, due to a dearth of financial supports and the restriction of health insurance coverage for home-based services. The Connecticut Office of the Child Advocate (OCA) has commenced a broad initiative to improve access to family-supported care, but evidence of the benefits to the child, and particularly to the state, is lacking. 

Evaluation of the costs of care to the state across different care settings for children with special health care needs is necessary for the OCA, and the greater population of Connecticut policy-makers, to make informed decisions about child welfare policy and practice. The purpose of this study is to extend knowledge in the costs of care for children with special health care needs. While the initial objective of this study was to estimate the cost of care to the state for these children in in-home care versus out-of-home care placement and to provide policy recommendations based on these estimates, it was determined over the course of the study timeline that the data capacity was not available. The exact limitations are discussed further in the study. Given the limitations, the objectives of this study became as follows:

(1) By May 2007, to provide a preliminary assessment report to the OCA exploring the cost of care for children with special health care needs in the state of Connecticut in in-home and out-of-of home care placements, which included: 

· a qualitative assessment of the cost of care for a small sample of children with special health care needs at in-home care placements to identify costs and costs concerns, and 

· a quantitative assessment of the cost of care to the state based on a review of state-financed payment data for a small sample of children in out-of-home placements identified in the Department of Children and Families’ (DCF) “Medically Complex Children in Placement” database.

(2) By May 2007, to identify the limitations preventing operationalization of the initial objectives and to develop research recommendations for the OCA to meet the initial objectives in the future.

It is hoped that this report of our study findings will provide some important information to the OCA to move forward in their investigation of the costs of care to the state with the potential long-term aim of supporting the initiative of increasing family-based support services.

BACKGROUND

In order to provide a background of terminology utilized in this report and a context for our objectives, this section defines “children with special health care needs” and the categories of care placements, as well as reviews the financial circumstances of the families with children with special health care needs, the current policy statuses as they pertain to the costs of care, and the rationale behind supporting in-home care.  

Defining the Population

Children with special health care needs (CSHCN) are children who have medically complex conditions and/or developmental disabilities. Children with special health care needs has been a difficult group to define and categorize; in 1998, the Maternal Child Health Bureau developed the widely accepted definition of “...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” (NS-CSHCN 2001). According to the 2001 National Survey of Children with Special Health Care Needs, the estimated prevalence of children with special health care needs aged 0 to 17 years in the state of Connecticut is 13.9% (NS-CSHCN 2001). The State and Local Area Integrated Telephone Survey, conducted throughout 2002, also estimated the prevalence of children with special health care needs to be about 14% in Connecticut (CT DPH 2003). These prevalence rates translate to approximately 120,000 children living with some form of disability. The numbers of children with special health care needs are expected to rise as advances in medical technology and trauma services continue to enhance survival rates among children who are born preterm, have congenital impairments, or acquire seriously impairments in the course of their development (Perrin 2002).

Care Placements

Care placements for children with special health care needs can be broadly categorized as in-home and out-of-home care. Out-of-home care refers to external settings that provide the child with residential services as well as medical services (e.g., institutions, long-term hospitalization, group home care, etc.). In-home care refers to a child’s family home setting with community care supports. Generally both parents and disabled children with special health care needs prefer in-home care (Parish 2005). In a review of the impact of different care settings on child development, Kim (1999) noted, better behavioral outcomes (e.g., academic skills, community living skills, language or communication skills, social skills, and vocational skills) for people with developmental disabilities in home settings as compared with institutional settings.

Socioeconomic Status & Resources

A significant proportion of Connecticut children with special health care needs live in low-income households with few economic resources either to obtain private health insurance or pay for the care they need (Silver 2001). Yet the prevalence of children with special health care needs situated in households above 100% of the Federal Poverty Line (FPL) is consistently higher than the national level. For example, in 2001, the prevalence of Connecticut children with special health care needs living in families at 400% or greater of the FPL was 14.5% as compared to 13.6% nationally. Table 1 (Appendix C) presents prevalence by poverty level for children with special health care needs ages 0-17 in Connecticut and nationally in 2001.


Children with special health care needs have three times higher health expenditures due to greater utilization of hospital-based services and prescribed medications (Newacheck 2005). On average, out-of-pocket expenses for families with children with special health care needs are about twice those of other children, generally exceeding 5% of the family income (Newacheck 2005). A family’s financial resources are one of many determinants of care placements for children for special health care needs. Limitations of those resources are frequently the primary reason that a child’s care is shifted to the state.

Utilization and success of in-home care placements are directly related to the provision and effectiveness of support to families because home care requires tremendous financial, emotional, and time resources (Parish 2005). A recent national U.S. study reported that 40% of families with children with special health care needs experience considerable financial burden because of their child’s condition (Anderson 2007). Moreover, parents of a child with special health care needs require more time off from work are more likely to work reduced hours and to decline overtime (Irwin 1997). It is estimated that the health needs of about 28.1% of children with special health care needs in Connecticut caused family members to cut back on hours or stop working altogether (NS-CSHCN 2001).  

Current Policy Status

As a result of limited state supports, long-term institutionalization is often the only financially feasible option for many families. Currently, available state supports to families include: health insurance, supplements, grants, and waivers. One legislative element contributing to institutionalization is the restrictive eligibility criteria of Connecticut supplemented health insurance coverage for children, administered through the Health Care for UninSured Kids and Youth (HUSKY) program. HUSKY A, the Medicaid program is only available to families with income below 185% FPL. HUSKY B, the State Children’s Health Insurance Program (SCHIP) that is available to families of higher income, is only available to eligible families are only those who have not been recently insured through another insurer. Families who have, or have had, private insurance or employee-based insurance are therefore locked out from state benefits. Few children in these circumstances can risk being without health insurance for the required lock-out period of no coverage in order to access HUSKY B. Yet the benefits of commercial insurance are often inadequate, subject to capitation, or cost prohibitive for families with children with special health care needs (OCA 2001). Commercial insurance policies for children with special health care needs can become a financial burden themselves. In addition to the cost of premiums, deductibles and other types of cost sharing, families are likely to experience high co-payments due to the frequent use of services (Newacheck 2005). Job benefits may not cover the child or are lost when family members leave their jobs in order to take care of the child at home. When private insurance coverage is unavailable or inadequate and family income exceeds the limits for Medicaid, families who have reached the end of their resources often have no choice but to place their children in state custody in order to access services covered through public programs (The Bazalon Center 2002). Children who are admitted to long-term care facilities are then eligible for Title XIX Medicaid, arguably at a greater cost to the state then the home-care previously received.


To meet needs that are unmet by health insurance coverage, supplemental waivers and grant programs exist to expand service coverage and eligibility. Unfortunately, grant coverage remains limited by available funds and is unable to support large numbers of children. In 2000, 257 Connecticut families of children with special health care needs were selected randomly to receive grants; however, over 300 eligible families remained on a waiting list (OCA 2001). The current laws around Medicaid authorize a number of possibilities that would enable Connecticut to increase federal Medicaid matching funds for child services. One such option is the Tax Equity and Financial Responsibility Act of 1982 (TEFRA), also known as the Katie Beckett option. Originally started as a waiver, it was then converted to a Medicaid option. TEFRA expands eligibility to children whose family income exceeds the low eligibility level for Medicaid so that they can receive home and community-based services and avoid institutionalization. To qualify, the child must require a level of care that would be provided at an institution but could be provided at home with appropriate support. Additionally, it must be demonstrated that the home-based care costs do not exceed the costs of institutional care. Unlike the home- and community-based services waiver under section 1915(c) of Medicaid law, there are no caps on the number of children who may be covered under TEFRA. Neighboring states such as Vermont, Massachusetts and New York offer expanded coverage eligibility for children with special health care needs, which includes in-home and community-based care. Connecticut greatly underutilizes the TEFRA eligibility option and the home-and community-based waiver, limiting current eligibility to fewer than 200 children through the Katie Becket Waiver.
The Argument for In-home Care

In addition to developmental benefits for children with special health care needs, there may be financial benefits to the state. It has been posited that providing greater support for families to care directly for children in the home is less expensive to the state than institutional care. In 2002, the state of New York, which provides home and community-based waivers, reported the approximate annual cost per children with special health care needs of in-home care to be $40,000 compared with institutional costs of $77,429 (The Bazalon Center 2002). The Connecticut Office of the Child Advocate (OCA) has commenced a broad initiative to promote better access to community-based services and supports for children with special health care needs, with the aim of decreasing the number of children in out-of-home care.

Unfortunately, there is currently little empirical evidence regarding the cost benefit to the state of supporting in-home care placements. While care reimbursement data is available in the form of Medicaid expenditures, it is not coordinated for periodic review. Additionally, the Department of Children and Families (DCF), which is the agency responsible for placing children in out-of-home care, does not maintain a coordinated system of expenditures nor report on such expenditures in either an individual or aggregate manner. Thus far, only anecdotal data is available to inform on cost benefit of home and community-based care placements.

METHODS

To investigate the costs of care for Connecticut children with special health care needs two approaches were used. First, key informant interviews with various stakeholders caring for children with special health care needs were conducted between April 4, 2007 and April 20, 2007. Second, expenditure data from the Department of Children and Families (DCF) LINK case management database was collected and analyzed. Pursuant to Connecticut General Statute §46a-13m the Child Advocate has the authority to access and inspect any records required to carry out her responsibilities which include reviewing the care and placement of children in out-of home care. The Human Investigations Committee of Yale University granted exempt status to this study on March 14, 2007. Confidentiality and protection from harm were guaranteed to all participants and children whose records were reviewed. 

Key Informant Interviews

Study Population

 The Office of the Child Advocate provided contact information for potential participants willing to be interviewed regarding cost of care information. Four families and one health professional were identified. Individuals were contacted via email or phone. Initial correspondence described the study and formally invited their participation. Parents were provided a survey guide which contained a subset of the financial questions from the complete parent survey. The health professional was provided with the full survey for in-hospital care. All participants were assured of confidentiality and anonymity. One health care provider and two of the four families were available and agreed to participate in interviews during the duration of the data collection phase.

Data Collection

 Two surveys were developed for the face-to-face key informant interviews in this study, one to be used with parents/guardians and a separate survey for health professionals involved with in-hospital care of children with special health care needs. Two parent interviews took place at their family homes on April 4, 2007 and April 17, 2007. Parents were asked to give verbal consent prior to administration of the survey. The purpose of the parent/guardian survey was to determine what is needed to care for a child, estimate the costs associated with those needs, and better understand the current financing support to meet those needs. Thirty-four open-ended and close-ended questions addressed the child’s health and functional status, current care setting, care needs and access to care, type of coverage, and additional expenses (Appendix A). Participants were encouraged to elaborate on any of the topics found on the survey. Detailed notes from these discussions were transcribed along with survey responses.
One health care professional was interviewed on April 13, 2007 at a hospital to supplement our analysis with information about the provision of care and associated costs of care for children with special health care needs in a sub-acute care setting. Nine questions addressed per diem rates, service coverage, and children’s medical, residential, and personal needs (Appendix B). Additional information during the interview was transcribed along with survey responses.

Data Analysis

An analysis of the key informant interviews individually assessed, where applicable, (1) the types of services needed and provided, (2) types of coverage, and (3) out-of-pocket additional expenses. Informant interviews were then evaluated for common themes.

Department of Children & Families (DCF) Medically Fragile Database Review

Participant Selection
In addition to the key informant interviews, cost payment data was reviewed for select children with special health care needs under the care of the Department of Children and Families (DCF). The DCF “Medically Complex Children in Placement” database was used to identify children’s cases for review. The Medically Complex Children in Placement lists children in the custody of the agency who meet the criteria for “medically complex” categorization. DCF caseworkers, nurse consultants and medical consultants may enter a child’s name in the database if they have noted the child’s qualifying condition. The definition of medically complex is not necessarily aligned with federal disability criteria or the MCH definition of children with special health care needs. The list only reflects those children whom a caseworker has entered in the database or referred to one of the agency’s health professionals who has entered them in the database. The database lists children by manner of placement, i.e. foster care, group home, residential treatment, etc.  In total, 403 children were included in the database, with 95 recorded as being placed in institutional settings, as of December 2006 (Department of Children and Families 2006). 

This investigation reports on the costs of care to the state for five select cases in the database, representing children with special health care needs in three care placement categories: Foster Care (n = 2), Group Home Care (n = 2), and Long-Term Hospital Care (n = 1). Only five cases were provided by the OCA for review; these cases were selected by the OCA as cases they were familiar with.

Data Collection

Upon identification of cases for this study from the DCF “Medically Complex Children in Placement” database, the DCF LINK case management database was used to access payment data for care expenditures. The LINK system maintains information on the medical profile, service utilization, and state-financed expenditures of care for children classified as medically complex. The OCA provided the LINK data for the five select cases in the form of hard-copy reports. The five cases were provided with no identifiable information. The dataset was restrictive, including only the items, costs, and billing dates associated with each case. As noted, the information for the database was collated from a variety of payment sources as documented by a medical professional, DCF resource nurse, or non-medical DCF caseworker.
The payment information was not inclusive of all costs of care. Types of cost items included: room and board by type of placement,  medical services, mental health services, respite care,  special education fees, specialty camps, transportation, clothing, holiday gifts and miscellaneous.  Miscellaneous included costs for items such as legal fees and translators if the family did not speak English. Comprehensive cost data for the care of each child was not readily accessible in the timeline of this study.  To date, the DCF does not appear to maintain a single account system for all expenditures on behalf of a single child.  Although there is a single budget item for out-of home care for the agency as a whole, a breakdown of individual costs would have required more time.  Expenditures that flow from alternative funding sources such as DCF Area Office flexible funds accounts are not captured in the aggregate for serving specific groups of children.  A manual chart review is required to capture more complete cost data and that will occur in the next phase of this study.  Additionally, Medicaid and its associated waivers are administered by the Department of Social Services and not by the DCF. As such, these costs are not documented in the DCF databases and not reported in the results. There is no current source of data sharing between these Department of Social Services and the DCF that captures expenditures for special health care.

Data Analysis

Data was entered into a Microsoft Excel spreadsheet from hard-copy reports. Descriptive statistical analysis was then conducted utilizing SAS software. To describe the costs of care, cost information was presented in three ways. First, the average annual cost per case was estimated by summing all costs accumulated by the case and dividing the total by the time period for which the cost data was available (Appendix C: Table 2). The time period was rounded to the nearest half year. Second, the average annual cost per placement category was estimated by summing all costs accumulated by cases in the care placement and dividing the total by the number of cases and the total time period contributed by the cases for the placement category (Appendix C: Table 3). Lastly, the average annual cost of care by cost category and by care placement was also estimated (Appendix C: Table 4). The average annual cost by cost category was determined by dividing the total costs in the cost category by the time period when the item was used. To emphasize, costs of care to the state for all the analyses included only those costs maintained in the database and were not comprehensive of costs taken by the DCF or inclusive of any costs taken by the Department of Social Services.

RESULTS

The results of the investigation are presented by methodology: Key Informant Interviews and DCF Database Review. The Key Informant Interviews provide a qualitative assessment of community cost issues and concerns for the small sample of parents and providers; the Database Reviews provide a quantitative view of select costs of care to the state for five select cases.

Key Informant Interviews

The respondents included two parents of children with special health care needs cared for in-home and a health care professional at a sub-acute care facility.  These respondents were located in three separate Connecticut counties, which are centrally located in the state.  The duration of the interviews ranged from one to two hours each.  
Key Informant Interview: Parent #1:


Parent One has a 7-month old child who is currently dependent on a respirator due to tracheal malasia. Additional health conditions include hypertonia, obstructive sleep apnea, chronic lung disease, as well as feet and hand deformities. On a scale of mild, moderate, and high, the parent rated the severity of her child’s conditions as high. The child has lived at home except for the first three months following birth and an additional 16 intermittent days in the hospital. The parent noted that although they were very satisfied with care at the hospital, “There is a huge difference in [their son] when he is at home versus the hospital. At the hospital, there is no stimulation. At home, he plays, he is starting to roll, smile, kick his feet. He is a totally different baby.” 


  Coverage for this child’s health care needs is through private, employment-based insurance. The parent estimates that the annual costs for her child’s covered medical needs are $500,000. Due to family income, her child was unable to qualify for HUSKY, only the Katie Beckett Waiver. She stated, “No one will want to cover a child with special needs…His father and I make too much money…But I don’t have $500,000…I could live with my parents and they would say the same things to me…I’d have to live in my car to get insurance from the state.”  A primary concern of this parent is that currently covered benefits necessary for her son’s care may be dropped by her employer. As she states, “[My employer] sets up a certain plan. They pick what policy they want. A lot of insurance companies don’t pay for private-duty nursing because it’s so expensive…If they ever dropped the benefit [of private-duty nursing], then that’s it. He’s not home anymore.”  

Although employment-based insurance covers the primary needs of her child’s care, co-pays and additional out-of-pocket expenditures are necessary and costly. Co-pays for physician visits and prescription drugs range from $220 to $620 per month. She estimates that hospital parking costs approximately $100 per month. Utility bills are significantly higher because of her son’s technology dependence as well as heat requirements to maintain humidity levels conducive to his breathing. Without electricity, her son’s ventilator would not function. As a result, an agreement with the electrical company had to be made; if there were ever non-payment of the electric bill, the power must remain on.

Finally, lost employment costs are significant. The parent was out of work to take care of her child’s health care needs for four months at a loss of approximately $6000 in income. As she states, “We are living paycheck to paycheck. We’re practically broke. Co-pays, days out [from work]…It’s financially and emotionally draining.”

Key Informant Interview: Parent #2:


Parent Two has a six-year old child with Crouzon Syndrome, a congenital condition. Accompanying conditions include collapsed lungs resulting in a trachea tube, deafness, deformities of the feet, seizures, blindness, and hydrocephalus – requiring an intracranial shunt. On a scale of mild, moderate, and high, the parent rated her child’s condition as moderate. As a result of acute complications, the child has had numerous stays in the hospital, the last of which was in November 2006. He is currently home. 

The parent discussed that with the complex disabilities affecting her son, the typical clinical symptoms of infection are not present. The subtle, atypical manifestations of illness in her son were initially missed by clinicians but were best recognized by, as she termed it, a “hypervigilant” parent. Because she is intimately aware of her son’s condition and his typical behavior, she detected the possibility of a shunt infection—which later proved correct. She believes that had her son not been living at home, the infection would not have been diagnosed. 

Care is covered by a combination of private, employer-based insurance and state insurance. The parent was working as a family advocate when her coworkers urged her to apply for the Title XIX waiver. Even though private-duty nursing care is covered by Medicaid, she felt that keeping private insurance was important. As she explained, “Stay with private insurance or good luck finding a provider.”  Yet without the waiver, she believes her son would be in state care. 

Despite a combination of coverage from both the state and private insurance, other needs required as a result of her son’s condition remain out-of-pocket costs. Those additional expenditures include mental health counseling (for other family members), a ketogenic diet that reduces prevalence of seizures, genetic counseling, parking fees at hospitals, travel expenses, home repairs, and higher utility bills. The rigorous requirements of the ketogenic diet require only certain brands of food and medication be used, such as Feverol rather than Tylenol. She estimated that this diet costs approximately an additional $100 per month. Additionally, many specialist visits require travel to New York City, which involves out-of-pocket expenses for gas, tolls, and $35 parking per day in addition to time off from work. She estimated that when her son was on oxygen, the monthly electric bill was $100 higher than average. To accommodate a wheelchair, a larger vehicle was necessary. More costly expenditures for home renovations are projected for the future when her son outgrows his child-size wheelchair. A ramp was needed for the exterior of the house, and was obtained through a charitable donation. 

Parent Two had to take the Family Leave Act last summer when her son was in the hospital from May through August. She lost 6 weeks of income. Her husband was unable to take time off, as his benefits are essential in covering their son’s care.

Key Informant #3, a health care professional in a sub-acute care hospital in CT

Prior to the scheduled interview, the health care professional provided early comments on the survey that had been sent in the initial contact. The survey included questions asking which medical, residential, and personal needs of children in the facility were covered and not covered, and which of these were covered by the per diem rate reimbursement (Appendix B). In response to these particular questions, the health care professional explained: 

We do receive a per diem rate which is a flat fee paid for each day of care. From this money all the child's medical needs are to be financed (as long as he/she remains a patient here). Consequently the questions regarding what is covered or not covered is off the mark. Everything is both covered and not covered. No specific type of care is included or excluded. If a child needs something it is provided (glasses, hearing aids, therapy, medications, durable medical equipment, etc.). The state and federal governments feel that the payment for these things comes out of the per diem rate. We don't keep track of what we have received for any one patient and so have a dollar amount limit on their care…We don't get any special help (except from charitable donations) from the state or fed for type of item regardless of cost (email correspondence 06 April 2007).

The professional also addressed survey questions on the annual cost of medical, residential, and personal needs of children in the facility (Appendix B). He responded: 

Likewise, the question of what it costs to provide care for a year is also too simple and too complex at the same time. A profoundly mentally retarded child that is relatively free of technology (no ventilator, no expensive treatments) and is unresponsive to the environment and to the people around him/her (and so doesn't need a lot of 1:1 time with the staff) will cost the hospital an amount that is very different from a child that is cognitively intact (so needs lots of staff time) on a ventilator, with bladder catheterizations multiple times a day, a Baclofen Pump, feeding tube, seizure disorder, who goes out to school and has a motorized wheelchair. The hospital has, for a long time, had a very strong business interest in defining just what it costs to care for each "type" of patient in the institution. To this point [the hospital] has not been able to do so (email correspondence 06 April 2007).

As a result of these responses, the interview focused on understanding the in-hospital system of care for children with special health care needs and the barriers to estimating these costs. 

At the time of the interview, of the 29 children currently in the facility, all but one had state Medicaid coverage with a per diem rate of $1085 per day; the other child had private insurance. He noted that the Medicaid per diem rate increases approximately 2-3% a year; however, hospital expenses increase, on average, 4-5% a year. He also commented that the hospital receives a higher rate of reimbursement from private insurance. 

An average length of stay for children at the facility cannot be used to compute average costs. As he explained, the average length of stay is not a useful number. People admitted as children may remain at the facility for 30 years, but their transfer to the adult unit at age 18 is recorded as a discharge, skewing the length-of-stay figures. Further, there could be 10 children who have been in the hospital for many years, and some who have been there for a few months. Yet the average could be 4 years, even if no one has been there for 4 years. About a third of the beds turn over rapidly, while a few are fairly long term. 


Regarding comparative costs estimates of care, and using the example of children in comas as an example, the health professional expressed the opinion that there are some children who are appropriate candidates for staying in the hospital based on reasonable utilization and efficiency. However, for the most part, he noted that the significant decrease in cost for in-home versus hospital nursing makes it “definitely more economical to have a child at home [than staying in a hospital facility].”   

A significant barrier to providing in-home nursing care as he discussed is a result of the general nursing shortage as well as the specific challenges facing private-duty nurses. Not only is the salary for private duty nursing lower than that for hospital nursing, but private-duty nurses must be willing to work in isolation and assume greatly increased levels of responsibility when providing in-home care. Moreover, private-duty nurses or the family seeking assistance may live in remote areas of the state, making travel for work an additional burden and cost. 

Department of Children & Families (DCF) Medically Fragile Database Review
Cost information for five cases in the DCF database, selected by the OCA, were collected and summarized using descriptive statistics. The results must be interpreted cautiously given the sample size and missing cost data. The information is not valid to generalize over the population of children with special health care needs in the state of Connecticut, but the information from the five select cases can provide some insight as to the range of state-financed costs of care (as managed by the DCF) by placement category, as well as provide some information about the current system for categorization of costs for children with special health care needs. 

The cost categories identified in the dataset for these cases were room and board by type of placement, medical services, mental health services, respite care, special education fees, specialty camps, transportation, clothing, holiday gifts and miscellaneous. These categories make up the only costs considered in the descriptive statistics. 
Table 2 (Appendix C) presents the average annual cost to the state per case of the five select cases. Among the five select cases, the average annual costs for case 2 and case 5 were the highest at over $100K per year ($102,690 and $182,897 respectively). Both cases were in group home care. The two cases in foster care observed an annual cost of $7,919.67 and $48,466.74 per year, respectively. According to a source at the OCA, the DCF database did not include the baseline costs of medically fragile foster care which is estimated to be an additional cost to the state of $43 per day, or $15,695 annually. The case in hospital care had the lowest annual cost ($1,435). However, the DCF financed only incidentals and it is possible that an estimated hospitalization per diem rate of $365,000 was also covered by other state sources. If a case was covered by Medicaid with its 50:50 matched federal funding, the cost to the state of Connecticut for one year of hospitalization could be an additional $182,500. For all of the cases, the cost per year increased over time (Appendix C: Table 5).   
Table 3 (Appendix C) presents the average annual cost by placement category. For the two cases in group home care, the average annual cost per case was $56,688. The cost of care in the group home was the highest among the three placements. The case in hospital care placement had the lowest annual cost per case. The average annual cost for Foster Care placement, as estimated from two cases, was $19,690. Again, these estimated were not inclusive to many other cost types assumed by the state. 

Table 4 (Appendix C) presents the costs of care by cost category and by care placement from 2001 to the middle of 2007. Of the five cases, group home, foster care, and special education expenses contributed the greatest costs. Group home care utilized the greatest number of the cost categories while Hospital Care only incidentals. Of interest, the state covered less than $40 each year for holiday gifts for the children and there was no indication of if, and how, clothing or toys were purchased for the children. With in-home care, such costs are generally assumed by the parent and might contribute to a greater quality of life for a child.

Sub-acute hospitalization, when all state costs are considering including Medicaid and DCF costs is considered the most expensive care placement for the state. Group home care appeared to be the most expensive to the DCF, encompassing the most costs and costs categories. Ultimately, however, the costs presented in the database were not comprehensive of all costs to the state such that overall costs to the state by case, category, or state agency of responsibility, could not be validly ascertained. 
DISCUSSION

The key informant interviews and DCF database review allowed for a snapshot of costs of care of children with special health care needs in different settings as accrued by both families and the state child welfare system. However, based on the extreme limitations of available data, we were unable to compare the costs associated with different types of care settings. These limitations will be discussed in greater detail below. The themes from the key-informant interviews were identified as follows:    
· Parents face additional expenditures that are not covered by state or private-based insurance. Even with financial supports, both parents are having a difficult time making ends meet. The parent interviews demonstrated that the exorbitant cost associated with care was not only a result of service payments, but it also included significant out-of-pocket costs that are not easily categorized as health expenditures. For children with mobility difficulties, the costs for environmental and structural changes are difficult to estimate in home settings. Both respondents noted that there were additional costs for higher utility bills, travel expenses and parking costs for hospital appointments. 

· Parents expressed a strong desire for their children to stay home. Both of the parents whom we interviewed felt strongly that caring for children at home was both better for the child and more cost effective. Parent One, the mother of an infant, noted that her son was more responsive at home. Parent Two, with a six-year old child, was able to recognize her child’s symptoms that could easily be overlooked when not under the care of a “hypervigilant” parent.   

· Private coverage in addition to waivers are important in getting care at home. Both parent respondents noted that their combination of state and private coverage allowed for the provision of care at home. Parent One estimated that the cost of private-duty nursing was $350,000 per year, which is currently covered by her employer-based insurance. Should her employer-based insurance stop covering private-duty nursing, the Katie Beckett waiver ensures that all medically necessary expenses, including private-duty nursing would remain covered. Parent Two commented that state insurance alone poses difficulties, where there is limited access to care providers because fewer providers will accept children with state insurance due to what are viewed as insufficient reimbursement rates.

· Parents were frustrated with aspects of state coverage and a general lack of information. Parent One was unable to enroll her son in the HUSKY program. Parent Two described limitations of informational services and the complex and frustrating “phone tree” she encountered when attempting to get information. She was referred to the Title XIX Waiver by her coworkers and not by a state informational resource.

· Neither method – in-depth interview or DCF database review – provided a comprehensive estimate of cost of care. Cost categories in the DCF database were inconsistent and not comprehensive. Moreover, they did not include medical expenditures that represent considerable cost to the state. Parents provided a good estimation of out-of-pocket expenditures. However, prices for covered expenditures were unclear. Notably, the limitations and complications in calculating costs of care extend beyond this study. The health professional whom we interviewed explained that hospital financial administrators, despite the significant business benefit, were unable to determine the costs of care for individual children. 

Limitations

Although a number of important themes in the costs of care were discovered in the course of the investigation, the findings cannot be utilized to achieve the initial objective of estimating the cost of care by different care placements. Primarily, interpretations from these results must consider the following significant limitations.

Sample Population

The sample size was small in both the key informant interviews and the database review. Within the time frame of the study, we were able to identify, schedule, and conduct interviews with two parents and one health professional. Given the confidential nature of information in the “Medically Complex Children in Placement” database, the OCA was able to provide a limited data set for review. The small sample size impedes a valid estimation of the care costs as it is possible that the cases do not represent the typical financing situations.

Furthermore, the sample was prone to selection bias. Cases for the key information interviews and database review were selected by the OCA. In order to meet the time frame of the study, only participants perceived as potentially willing to participate were contacted for an interview. The cases for database review were subjectively chosen based on previous knowledge of the children’s circumstance by the OCA. Not all children in the care of the state are known to the Office of the Child Advocate. It is therefore possible that the costs of care associated to the sample population may not be representative of the costs of care for the entire population of children with special health care needs in the state of Connecticut.
Ideally, further investigation should ensure random or comprehensive sampling of a larger study population in which the parents, guardians, and other caregivers of children with special health care needs are representative of state demographics.

Incomparability of Children with Special Health Care Needs


Even with a large sample size, incomparability of cases is a limitation in the estimation of the costs of care. Children with special health care needs encompass a large range of conditions, and therefore a large range of needs at various costs. For example, as noted by the health professional key informant, the child who requires no technical assistance has very different care needs than the cognitively intact child who is on a ventilator. These cases should not be compared for costs, nor should costs be summarized for the two. In estimating the costs of care by care placement, children with special health care needs must be compared to those within the same category of need across the placement settings. Without meaningful categorization, it is of additional concern that children may be placed inappropriately in settings that provide a different level of care than their needs require. 


Unfortunately, there is not yet a standard system to categorize children with special health care needs based on care needs. In this investigation, cases in the key informant interviews were not comparable. While caregivers may have been able to provide information regarding a child’s condition, the assessment of need is still subjective. No information was provided regarding care needs for cases in the DCF database, only the type of care placement. In order to estimate the costs of care by care placement, a method to assess care needs must be determined and this information must be linked to cost data. 

Limited Cost Data Capacity


A second large limitation of the study was the lack of comprehensive data on the costs of care. The survey tools employed for the qualitative assessments, designed with a generalist approach, could not capture all costs associated with care of children with special health care needs.  During the process of interviewing key informants, new cost categories were discovered (e.g., hospital parking, electricity for medical equipment). Without predetermined cost of care categories as prompts, it is difficult for caregivers to recognize and provide information regarding the cost of care. However, even with comprehensive listing of cost categories, there are limitations to self-report. Cost information, for the most part, was estimated, and not confirmed by receipts or documentation although such costs are tax deductible and could be available if parents itemize their tax returns. Additionally, while caregivers are most knowledgeable about their insurance coverage and out-of-pocket costs, specific information regarding costs to the state is not well known.


As the DCF databases were not purposely designed to track all costs of care for children with special health care needs, it was not as helpful as hoped in estimating the total costs of care for children in group homes, foster care, or hospitalized care. In regards to what data was available in the database, it was not clear what the types of payment data were that were recorded and what the gaps were regarding data that should have been recorded. It was also not known how well the system itself was utilized. Furthermore, as the payment item was entered manually in the database, cost categories were not entered uniformly or in a manner easy to manage and analyze with current scientific software. The question arises:  Where is the expenditure data for individual children?

RECOMMENDATIONS

Based on the limitations, in order to meet the need for a valid estimate of the cost of care across different placement categories, we recommend:

· Conduct qualitative and quantitative analysis over the larger population. Conducting a larger study could allow for a more representative sample. The target population includes children being covered by waivers who are already identified as high service users. In partnership with the OCA and Family Support Council in the state of Connecticut, develop a survey and attach it to the Katie Beckett Waiver. Those enrolled on a waiver program would be asked to participate in a study looking at general and extraneous costs. Or, annual surveys could be mailed to all families with children with special health care needs. Data analysis could be conducted on the payment database for all children in the population of children with special health care needs. A greater number of children under study and over a longer time period could allow for a more valid estimate of the costs of care in different care settings.    

· Categorization: Develop and employ method of service use categorization 
Among children with special health care needs, the types of medical needs and services utilized are so heterogeneous that costs differ simply by varying degree of severity or disability rather than as a function of care placement. With this heterogeneity among this population of interest in Connecticut, the different expenses related to particular care settings are difficult to disentangle. Stratifying or weighting data on the cost of care by the severity of the child’s disability could allow for a more valid comparison to determine costs associated with particular types of care settings. One approach to reduce this residual confounding is the utilization of standardized categories of service use by intensity of need as well as functional assessment. Tracking these categories within a database will provide better information about the population of children with special health care needs in Connecticut, not only for cost analyses but for other research purposes including diagnostic prevalence and appropriate care models. Capturing such data may help in promoting better resource allocation in the state based on the distinct levels of need and delivery of appropriate services in optimal settings. 

· Build data capacity: Improve payment data collection systems or link to other payment databases for comprehensive, annual cost estimates  

The DCF database provided limited payment data that was not standardized. To our knowledge, this database should have the most comprehensive cost data for children in state care however the data contained in the database was inadequate for a comparison. Additionally, from a user efficiency perspective, the LINK system is not a relational database so no comparisons are possible without first migrating individual records to a new database. We recommend that all payment data should be included in this database. Furthermore, linking the DCF database to other payment databases in the state may promote a standardized collection of cost data. Similar variables and categorization would promote consistency and allow for accurate, thorough analyses including a comprehensive assessment of annual and total costs.
CONCLUSION


This study was initially undertaken to determine the cost of care to the state of Connecticut for children with special health care needs with in-home versus out-of-home care placement. Although in-home care is generally preferred by children and their families, current policies and coverage options often make in-home care a financial impossibility. While both families in this study were able to provide care at home for their children, for many other families, giving up care to the state is often the only financially feasible option. This represents a shift in cost burden to the state. These costs would be transferred to foster care as well, underscoring that shifting responsibility to the state does not change the need, only the payer. The purpose of assessing which care placement is more cost-effective is highly pertinent to state fiscal policy, but care placement also has a profound effect on the child and his or her family.  


Numerous limitations, discovered throughout our study, prevented a valid and comprehensive comparison of costs of care across care placement categories for in-home and out-of-home care. A small sample, a lack of standardized, comprehensive, and accessible data as well as no meaningful categorization made a valid cost analysis impossible. As a result, our research objective was changed to provide a snapshot view of the costs and cost concerns facing parents of children with special care needs and the effect these costs may have on the state. Both parents whom we interviewed believed the best placement for their children was at home. These families faced exorbitant expenses, but they were supported by private insurance and, to some extent, by Medicaid waivers. The snapshot view they provided highlighted the importance of waivers to support in-home care needs and the significant out-of-pocket costs that are not captured in current cost analyses. Although, the findings from these families cannot be generalized to other families in the state, we hope that it will prompt further research and inquiry into these issues.


To address the limitations we encountered during this study, recommendations to the Office of the Child Advocate were made to help facilitate future cost research. Recommendations include conducting a larger study to include a sample more representative of state demographics and categorizing children with special health care needs by service-use intensity. State payment data collection, input, and tracking will be especially important going forward to allow for a valid comparison of state expenditures in different care settings. It is anticipated that results could motivate state policymakers to increase family-based support services.

Acknowledgements

A special thanks to the children, parents, and health care professional who shared their stories and expertise, forming the basis of our report. We would like to thank Moira O’Neill and Jeanne Milstein of the Office of the Child Advocate, Jennifer Titus, Dr. Kari Hartwig, and Dr. Patricia Keenan for their assistance and support with our research.

APPENDIX A: PARENT SURVEY TOOL

PARENT INTERVIEW DATA COLLECTION TOOL

A Study on the Cost of Care

Office of the Child Advocate, in collaboration with the Yale School of Public Health

The Office of the Child Advocate would like to better understand the cost of care for children with disabilities and complex medical conditions. The purpose of this survey is (1) to find out what is needed to care for your child, (2) to estimate the costs associated with these needs, and (3) to learn more about the current financing supports available to meet these needs. This information is being collected to help State policymakers recognize the cost of care in addition to the quality of care you expect for your child with disabilities and complex medical conditions.

PLEASE KNOW that all of the information you provide will be confidential and your responses will be filed anonymously; your name will never be used in any reports, and your name will not be given to anyone else. We have developed this survey as a guide for the discussion we look forward to having with you.  The more information you can provide, the better we will be able to describe what goes into caring for your child.  However, you are not required to answer any of the questions if you do not feel comfortable doing so. There should be minimal risk to you and completing this survey will have no effect on any services you may be receiving or applying for.

BEGIN SURVEY

The person who is most familiar with the health and health care situation of your child with a special health care need in the household should respond to the questions.

This set of questions is general questions about you and your child.

(1)
What is your relationship to the child?


 FORMCHECKBOX 
 Biological Parent

 FORMCHECKBOX 
 Foster Parent

 FORMCHECKBOX 
 Other: ___________________________

(2)
Child’s Age: ____________________

(3)
Child’s Sex (please circle): M
F 

This set of questions is about your child’s health and functional status.

(4)
Check box if YES.

 FORMCHECKBOX 

Does your child currently need or use medicine prescribed by a doctor, other than vitamins? 

 FORMCHECKBOX 

Does your child need or use more medical care, mental health, or educational services than is usual for most children of the same age?

 FORMCHECKBOX 

Is your child limited or prevented in any way in his/her ability to do the things most children of the same age can do?

 FORMCHECKBOX 

Does your child need or get special therapy such as physical, occupational, or speech therapy?

 FORMCHECKBOX 

Does your child have any kind of emotional, developmental, or behavioral problem for which he/she needs treatment or counseling?

If YES to any of the questions above:

 FORMCHECKBOX 

Is this because of any medical, behavioral, or other health condition?

 FORMCHECKBOX 

Is this a condition that has lasted or is expected to last 12 months or longer?

(5)
Please describe your child’s health conditions, including diagnosis and any disability. 

(6)
Compared to other children his/her age, would you say he/she experiences more difficulty with any of the following: 

Check box if YES: 

 FORMCHECKBOX 

Taking care of himself/herself, e.g. doing things like eating, dressing, and bathing

 FORMCHECKBOX 
 
Coordination or moving around

 FORMCHECKBOX 
 
Using his/her hands

 FORMCHECKBOX 

Learning, understanding, or paying attention

 FORMCHECKBOX 

Speaking, communicating, or being understood

 FORMCHECKBOX 

With feeling anxious or depressed

 FORMCHECKBOX 

With behavior problems such as acting out, fighting, bullying, or self-injurious behaviors

 FORMCHECKBOX 

Making friends

(7)
Overall, how would you rate the severity of your child’s condition?

 FORMCHECKBOX 
 Mild                FORMCHECKBOX 
 Moderate           FORMCHECKBOX 
 High

This set of questions is about your child’s care setting.

(8) 
How would you describe the care setting of your child in the past 30 days?

 FORMCHECKBOX 

Biological Parent’s Home
 FORMCHECKBOX 

Hospital

 FORMCHECKBOX 

Foster Care Home

 FORMCHECKBOX 

Institution

 FORMCHECKBOX 

Group Home


 FORMCHECKBOX 

Other: ______________________________

(9) 
How would you describe the care setting of your child in the past year? And what was the length of the child’s stay while there?

 FORMCHECKBOX 

Biological Parent’s Home_____
 FORMCHECKBOX 

Hospital_____

 FORMCHECKBOX 

Foster Care Home_____

 FORMCHECKBOX 

Institution_____

 FORMCHECKBOX 

Group Home______


 FORMCHECKBOX 

Other: _______________________

(10)
What do you think is the best care setting for your child and why?

(11)
How satisfied are you with the quality of care at the current care setting.

1


2

3

4

5


Not at all satisfied

     Neutral


   Very Satisfied
This set of questions is about the child’s care needs and access to care.

(12)
In the past 12 months, did your child need any of the following [refer to table]?
(13)
Did your child get all needed care [refer to table]? How was it paid for? If NO, why what were the reasons for not receiving care? 

Table for Questions 12 and 13:

	Service
	#12

Yes
No
	#13

Yes
No
	#13

Payment
	#13

If No, Why not?

	Preventive Care


	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Specialist Care


	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Preventive Dental Care


	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Other Dental Care


	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Prescription Medicine


	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Occupational, Physical, or Speech Therapy, Respiratory Therapy
	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Mental Health Care or Counseling
	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Substance Abuse Treatment


	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Home Health Care (skilled nursing, home health aid)
	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Eyeglasses or Vision Care


	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Hearing Aids or Care


	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Mobility Aids


	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Communication Aids


	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Medical Supplies


	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Durable Medical Equipment


	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Other Medical Equipment


	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Other: Please Describe


	 FORMCHECKBOX 

 FORMCHECKBOX 

 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

 FORMCHECKBOX 

 FORMCHECKBOX 

	
	


Families sometimes utilize special services in relation to support the child’s special health care needs, such as respite care, counseling, etc. 

 (14)
In the past 12 months, did you or other family members need any of the following [refer to table]?

(15)
Did the family get all needed care [refer to table]? If NO, why what were the reasons for not receiving care?

Table for Questions 14 and 15:

	Service
	#12

Yes
No
	#13

Yes
No
	#13

Payment 
	#13

If No, Why not?

	Respite Care


	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Genetic Counseling


	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Mental Health Care or Counseling
	 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

	
	

	Other: Please Describe


	 FORMCHECKBOX 

 FORMCHECKBOX 

 FORMCHECKBOX 

 FORMCHECKBOX 

	 FORMCHECKBOX 

 FORMCHECKBOX 

 FORMCHECKBOX 

 FORMCHECKBOX 

	
	


(16)
Does your child receive Special Education Services?
 FORMCHECKBOX 
 YES










 FORMCHECKBOX 
 NO

This set of questions is about your insurance policy.

(17)
Do you currently have health insurance?
 FORMCHECKBOX 
 YES (go to 18)









 FORMCHECKBOX 
 NO (skip to 28)

(18)
What is your health insurance type? (Please check any and all types)

 FORMCHECKBOX 

Medicaid 




 FORMCHECKBOX 

Private Insurance Company

 FORMCHECKBOX 

Employment-Based



 FORMCHECKBOX 

Other Government Program

 FORMCHECKBOX 

Other: ____________________________________________________________

(19)
Is your child eligible for the HUSKY Plan? 
 FORMCHECKBOX 
 YES









 FORMCHECKBOX 
 NO

If YES, which part of the HUSKY Plan does your child belong?

 FORMCHECKBOX 

HUSKY PLAN A

 FORMCHECKBOX 

HUSKY PLAN B 

 FORMCHECKBOX 
    HUSKY Plus

 (20)
Does your health insurance cover your child’s medical expenses?
 FORMCHECKBOX 
 YES












 FORMCHECKBOX 
 NO

(21)
Does your health insurance cover your child’s non-medical expenses related to their disability or complex medical conditions, eg. supplies or equipment for special care needs?











 FORMCHECKBOX 
 YES












 FORMCHECKBOX 
 NO

We would like to better understand the cost of insurance for a child with special health care needs. If applicable, please answer the following questions.

(22)
How much do you pay for the commercial insurance premiums for your child per year?
Estimate: $_______________

(23)
How much do you spend on co-pays for outpatient physician visits for your child per year?

Estimate: $_______________

(23)
How much do you spend on co-pays for prescription drugs for your child per year?

Estimate: $_______________

(24)
How much do you spend on other co-pays for your child per year?

Estimate: $_______________

(25)
Do you have a deductible?
 FORMCHECKBOX 
 YES







 FORMCHECKBOX 
 NO

If YES, how much is your deductible?

(26)
Overall, how satisfied are you with your child’s current insurance?

1


2

3

4

5


Not at all satisfied

     Neutral


   Very Satisfied
This last set of questions is also about the cost of care.
(27)
Thinking about your child’s medical needs, such as doctor visits, medications:
(a)
What needs were covered?

(b)
What was the primary source of coverage?

 FORMCHECKBOX 

Medicaid




 FORMCHECKBOX 

Private Insurance Company

 FORMCHECKBOX 

Employment-Based



 FORMCHECKBOX 

Other Government Program

 FORMCHECKBOX 

Other: ____________________________________________________________

(c)
What needs were not covered?

(d)
What financing supports did you use, if any, to pay for the uncovered needs?

 FORMCHECKBOX 

Out-of-Pocket

 FORMCHECKBOX 

Government Aid: ____________________________________________________

 FORMCHECKBOX 

Other: _____________________________________________________________

(e) Please estimate the overall annual cost of your child’s covered medical needs. $__________ 

(f) Please estimate the overall annual cost of your child’s uncovered medical needs. $__________ 

(28)
Thinking about your child’s residential needs, such as living accommodations:
(a)
What needs were covered?

(b)
What was the primary source of coverage?

 FORMCHECKBOX 

Medicaid




 FORMCHECKBOX 

Private Insurance Company

 FORMCHECKBOX 

Employment-Based



 FORMCHECKBOX 

Other Government Program

 FORMCHECKBOX 

Other: ____________________________________________________________

(c)
What were not covered?

(d)
What financing supports did you use, if any, to pay for the uncovered needs?

 FORMCHECKBOX 

Out-of-Pocket

 FORMCHECKBOX 

Government Aid: ____________________________________________________

 FORMCHECKBOX 

Other: _____________________________________________________________

(e) Please estimate the overall annual cost of your child’s covered residential needs. $__________ 

(f) Please estimate the overall annual cost of your child’s uncovered residential needs. $__________ 

(29)
Thinking about your child’s personal care needs, such as toiletries, clothing:

(a)
What needs were covered?

(b)
What was the primary source of coverage?

 FORMCHECKBOX 

Medicaid




 FORMCHECKBOX 

Private Insurance Company

 FORMCHECKBOX 

Employment-Based



 FORMCHECKBOX 

Other Government Program

 FORMCHECKBOX 

Other: ____________________________________________________________

(c)
What needs were not covered?

(d)
What financing supports did you use, if any, to pay for the uncovered needs?

 FORMCHECKBOX 

Out-of-Pocket

 FORMCHECKBOX 

Government Aid: ____________________________________________________

 FORMCHECKBOX 

Other: _____________________________________________________________

(e) Please estimate the overall annual cost of your child’s covered personal needs. $__________ 

(f) Please estimate the overall annual cost of your child’s uncovered personal needs. 
$__________ 

(30)
Thinking about your other needs to care for your child, such as respite care, community-based services, and home or vehicle transportations:
(a)
What needs were covered?

(b)
What was the primary source of coverage?

 FORMCHECKBOX 

Medicaid




 FORMCHECKBOX 

Private Insurance Company

 FORMCHECKBOX 

Employment-Based



 FORMCHECKBOX 

Other Government Program

 FORMCHECKBOX 

Other: ____________________________________________________________

(c)
What needs were not covered?

(d)
What financing supports did you use, if any, to pay for the uncovered needs?

 FORMCHECKBOX 

Out-of-Pocket

 FORMCHECKBOX 

Government Aid: ____________________________________________________

 FORMCHECKBOX 

Other: _____________________________________________________________

(e) Please estimate the overall annual cost of your child’s covered other needs. $__________ 

(f) Please estimate the overall annual cost of your child’s uncovered other needs. $__________ 

(31)
Overall, what services do you want for your child that you currently do not have? 

(32)
Have you, or any other guardians of the child, left employment specifically to care for the child? 

 FORMCHECKBOX 

Yes
 FORMCHECKBOX 

No

If YES, what was the duration of work loss? _______________________________

(33)
Overall, how satisfied are you with your current financial situation in the provision of care in your child’s current living arrangement?

1


2

3

4

5


Not at all satisfied

     Neutral


   Very Satisfied

(34) 
What services and supports do you think you would need for your child to live at home with you and what do you estimate the cost would be for your child to live at home with you?  

END SURVEY

THANK YOU FOR YOUR PARTICIPATION
APPENDIX B: HOSPITAL ADMINISTRATOR SURVEY TOOL

OUT-OF-HOME CARE PLACEMENT 

ADMINISTRATOR SURVEY

A Study on the Cost of Care
Office of the Child Advocate, in collaboration with the Yale School of Public Health
The Office of the Child Advocate would like to better understand the cost of care for children with disabilities and complex medical conditions. The purpose of this survey is to estimate the costs associated with these needs at out-of-home care facilities. This information is being collected to help Connecticut policymakers compare the cost of care and quality of care for children with disabilities and complex medical conditions in different residential arrangements.

PLEASE KNOW that all of the information you provide will be confidential and your responses will be filed anonymously; your name will never be used in any reports, and your name will not be given to anyone else. We have developed this survey as a guide for the discussion we look forward to having with you. You are not required to answer any of the questions if you do not feel comfortable doing so. There should be minimal risk to you and your patients.

 

THANK YOU for your participation. Your time and effort is very much appreciated.

 

BEGIN SURVEY
(1) What is the per diem rate reimbursement per child?

(2) Are children at the hospital given the following services [refer to table]? If No, please describe why.


(3) Are these services fully covered by the per diem rate reimbursement [refer to table]?


Table for Question 2 and 3:
Top of Form

	
	Service Provided
	
	Covered by Per Diem

	Service
	Yes No
	If No, WHY?
	Yes No

	Preventive Care

	[image: image1.wmf][image: image2.wmf]
	
	[image: image3.wmf][image: image4.wmf]

	Specialist Care

	[image: image5.wmf][image: image6.wmf]
	
	[image: image7.wmf][image: image8.wmf]

	Preventive Dental Care

	[image: image9.wmf][image: image10.wmf]
	
	[image: image11.wmf][image: image12.wmf]

	Other Dental Care

	[image: image13.wmf][image: image14.wmf]
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	Prescription Medicine
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	[image: image19.wmf][image: image20.wmf]

	Occupational, Physical, or Speech Therapy
	[image: image21.wmf][image: image22.wmf]
	
	[image: image23.wmf][image: image24.wmf]

	Mental Health Care or Counseling
	[image: image25.wmf][image: image26.wmf]
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	Substance Abuse Treatment
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	Special Education Services
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	Transportation
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 HTMLCONTROL Forms.HTML:Checkbox.1 [image: image38.wmf]
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	Eyeglasses of Vision Care
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 HTMLCONTROL Forms.HTML:Checkbox.1 [image: image44.wmf]

	Hearing Aids or Care
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 HTMLCONTROL Forms.HTML:Checkbox.1 [image: image48.wmf]

	Mobility Aids
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	Medical Supplies
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	Durable Medical Equipment
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	Other Medical Equipment
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	[image: image63.wmf]

 HTMLCONTROL Forms.HTML:Checkbox.1 [image: image64.wmf]

	Other: Please Describe
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(4) Please describe any additional care provided to the children that is not listed in the table above.



 

This set of questions is about the cost of care over the past 12 months.
(6) Thinking about the children’s medical needs:
(a) What was covered?

(b) What was the primary source of coverage?
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[image: image81.wmf]Other: ____________________________________________________________

(c) What was not covered?

(d) What financing supports were used, if any, to pay for the uncovered needs?
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(e) Please estimate the overall annual cost of a child’s medical needs. $__________ 

(7) Thinking about the children’s residential needs:
(a) What was covered?

(b) What was the primary source of coverage?
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(c) What was not covered?

(d) What financing supports were used, if any, to pay for the uncovered needs?
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(e) Please estimate the overall annual cost of a child’s residential needs. $__________ 

(8) Thinking about the children’s personal needs (e.g. clothing, personal items, etc):
(a) What was covered?

(b) What was the primary source of coverage?
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(c) What was not covered?

(d) What financing supports were used, if any, to pay for the uncovered needs?
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Bottom of Form

(e) Please estimate the overall annual cost of a child’s personal needs. $__________ 

(9) Overall, what services would you like to see provided at the hospital that currently are not provided? 

END SURVEY
THANK YOU FOR YOUR PARTICIPATION
APPENDIX C: Tables 

Table 1. Prevalence of CSHCN by Poverty Level

	Poverty Level
	State %
	National %

	0 – 99% FPL 
	12.4
	13.6

	100 – 199% FPL
	14.2
	13.6

	200 – 399% FPL
	14.6
	12.8

	> 400% FPL
	14.5
	13.6


Table 2. Average Annual Costsa to State by Select Cases

	Case ID
	Primary Care Placement (years data available)
	Annual Cost to Statea

	1
	Foster Care (mid 2000 -  2001)                                                                                                                                                                                                                                                                           
	$7919.67

	2
	Group Home Care (2001 – 2007)
	$102,690.27

	3
	Foster Care (2001 – 2007)
	$48,466.74

	4
	Hospital (end of 2006 – 2007)
	$1,434.86

	5
	Group Home Care (mid 2006 – 2007)
	$182,897.72


a. Average annual costs are estimated from only those costs reported in the DCF Database.

Table 3. Average Annual Costa to State by Placement Category


	Primary Care Placement
	Annual Cost to Statea / case

	Foster Care (n = 2)
	$19,689.61

	Group Home Care (n = 2)
	$56,687.97

	Hospital Care (n = 1)
	$1,434.86


a. Average annual costs are estimated from only those costs reported in the DCF Database.
Table 4. Costs of Care by Cost Category and Care Placement, from 2001 – mid 2007

	Cost Category
	Annual Cost of Care to State by Category

	
	Foster Care

(n = 2)
	Group Home

(n = 2)
	Hospital Care

(n = 1)
	Total

(n = 5)

	Camp
	-
	$1,388.00
	-
	$1,388.00

	Clothing
	$149.46
	-
	-
	$149.46

	Foster Care
	$46,361.02
	$1219.20
	-
	$47,580.22

	Group Home
	-
	$137,404.79
	-
	$137,404.79

	Holiday Gifts
	-
	$37.50
	-
	$37.50

	Medical Treatment
	$1436.07
	$5181.55
	-
	$6,617.62

	Mental Health Services
	-
	$1,725.00
	-
	$1,725.00

	Respite Care
	$1,176.00
	$490.00
	-
	$1,666.00

	Sheriff’s Fee
	$139.60
	-
	$381.32
	$520.92

	Special Education
	-
	$29,645.37
	-
	$29,645.37

	Transportation
	$3,033.00
	-
	-
	$3,033.00

	Miscellaneous
	$1,582.79
	$6,249.99
	$772.22
	$8,605.00


Table 5: Actual Costa by Year Per Case 

	Case ID
	Primary Care Placement (years data available)
	Year
	Annual

Cost
	Est. Average Annual Cost

	1
	Foster Care (mid 2000 -  2001)                                                                                                                                                                                                                                                                           
	2000
	2439.67
	$7919.67

	
	
	2001
	9439.84
	

	2
	Group Home Care (2001 – 2007)
	2001
	18000.08
	$102,690.27

	
	
	2002
	85854.20
	

	
	
	2003
	88106.96
	

	
	
	2004
	107937.94
	

	
	
	2005
	105441.22
	

	
	
	2006
	  217072.36
	

	
	
	2007
	45009.00
	

	3
	Foster Care (2001 – 2007)
	2001
	21531.87
	$48,466.74

	
	
	2002
	21775.00
	

	
	
	2003
	19719.00
	

	
	
	2004
	82497.12
	

	
	
	2005
	78502.74
	

	
	
	2006
	73010.79
	

	
	
	2007
	17997.30
	

	4
	Hospital (end of 2006 – 2007)
	2006
	381.3200000
	$1,434.86

	
	
	2007
	336.1100000
	

	5
	Group Home Care (mid 2006 – 2007)
	2006
	108941.93
	$182,897.72

	
	
	2007
	73955.79
	


a. Average annual costs are estimated from only those costs reported in the DCF Database.
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