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Introduction

At the end of 20006, there were approximately 126,000 children in the United States’ foster
care system awaiting adoption (U.S. Department of Health, Children’s Bureau, 2008). Of these
children, 60% were diagnosed with emotional, mental, or physical disabilities—conditions
collectively referred to as “special needs.” Despite the disproportionate number of children
with special needs, potential parents are more likely to adopt a child without a known disability
(U.S. Department of Health, Children’s Bureau, 2008).

Adoption of a child is considered a legal process, which involves first terminating the
birth parents’ rights and obligation, and then bestowing these rights and obligation onto the
adoptive parents (Zamostny, O’Brien, Baden, & Wiley, 2003). The adoption process is
managed through a variety of public and private agencies responsible for matching the child
with an adoptive family and then helping the family complete the adoption process. The
process of adoption varies depending upon the type of agency. Each agency has adoption case
managers who maintain a caseload of children available for adoption. The case managers
identify families whose needs match those of the children awaiting adoption. One of the main
difficulties with this process occurs when the case manager does not completely understand
the child’s needs and is unable to provide adequate information to the potential parents. This
problem is often seen when the adoption agency is handling special needs adoptions, and often
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creates a barrier towards placing a child with a disability. However, very little research has
focused on the exploration of barriers to the adoption of children with special needs.

In an effort to explore practicing adoption case manager’s views regarding barriers
towards special needs adoptions, the primary author conducted a pilot study to explore these
views. By employing a qualitative research methodology, semi-structured interviews were
held with five adoption case managers. Each participant was actively working within the
adoption field and had both past and present experience with special needs adoptions. A
number of themes emerged from the interviews that addressed barriers that limited the
adoption of children with disabilities. These primary themes included:

1. lack of information regarding disabilities

2. uncertainty of the child’s future, and

3. fear of caring for the child

The first theme, lack of knowledge about and understanding of disabilities the potential
adoptive parents had, resulted in an inability to grasp a realistic picture of the needs of the
child. This theme, or adoption barrier, appeared to be exacerbated by the case managers’ own
lack of understanding regarding disabilities; therefore the case managers were unable to
answer potential parent’s questions regarding the child’s disability related needs. Another
theme that emerged which is barrier related to the lack of knowledge is the assumed
uncertainty of the child’s future. The case managers stated that potential parents often
expressed concerns regarding the quality of the future of a child with a disability. Finally, the
case managers stated that the lack of information and understanding of the child’s needs
created fear and insecurities about potential parents’ abilities to adequately manage the care of
the child. Life care planning is a tool that can address all these themes that were identified by
the case managers, thus reducing the barriers associated with special needs adoptions.

Provision of Healthcare for Adopted Children with Disabilities

Financial support for meeting the disability-related needs of an adopted child is most often
provided by state Medicaid. Therefore, the purpose of this study was to determine the
feasibility of applying the life care plan methodology to a child with special needs within the
adoption system based on the Florida Medicaid benefits system.

The Medicaid program was enacted in 1965 under Title XIX of the Social Security Act
and is funded through a state and federal partnership (Centers for Medicare and Medicaid
Services, 2008). According to the legislation, the Medicaid plan is administered by each state
in accordance with its individual state plan. The goal of the Medicaid program is to improve
the health coverage of recipients who otherwise might not be able to afford their medical care.
Each recipient must meet specific eligibility requirements to be covered under Medicaid,
which are determined by federal and state legislation (Center for Medicaid Services, 2008).

Like most insurance policies, Medicaid has limitations on the type and amount of services
that are covered by the plan. The limitations of benefits are determined by state legislation;
therefore vary between states (Center for Medicaid Services, 2008). Some states have also
developed supplementary plans that can cover additional services for people who have
extraordinary medical needs. The two supplementary plans that specifically apply to this study
are Children’s Medical Services (Children’s Medical Services, 2008) and the Developmental
Disability Waiver (Agency for Health Care Administration, 2007).

Children’s Medical Services (CMS) is under Florida’s Title V and serves the state’s
children with special health care needs. The program is a supplementary managed care plan
under the state of Florida’s Medicaid program and is designed to provide eligible children with
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integrated medical services. Eligible children are those who are under the age of 21, who
qualify for state Medicaid, and who have serious or chronic physical, developmental or
behavioral conditions that require extensive preventive and maintenance care beyond that
required by typically healthy children (CMS, 2008).

The other supplementary plan that was applied to this study is the Developmental
Disabilities Waiver (DDW) program. The waiver is a Medicaid program that is designed to
provide home and community-based services to people with developmental disabilities,
including cerebral palsy. The goal of the program is to promote, maintain, and restore the
health of recipients in order to minimize the effects of the disability and promote optimal
independent functioning (Agency for Health Care Administration, 2007). According to the
agency that administers the program, participants must be covered under the state Medicaid
benefits in order to be eligible for the DDW program.

Methods

In order to complete this study, the primary author reviewed a life care plan that had been
prepared by and was obtained from an experienced life care planner who maintains a
nationwide life care planning practice out of Florida. The life care plan describes the current
and future needs of a five-year-old child whose primary disability is developmental delays and
hydrocephalus as a result of cerebral palsy. The child is a Caucasian female who is one of a
set of quadruplets. She was born with hydrocephalus and a cleft palate and currently has a
ventriculoperitoneal (VP) shunt in place. Previous surgeries include shunt and shunt revisions,
tonsillectomy, tubes in ears, gastrostomy, strabismus surgery, and cleft palate surgery. The life
care plan was developed to help the family determine the impact of the child’s disability on
independent functioning throughout her lifetime (Deutsch, 2004). Specifically, this primary
author examined the life care plan and determined if the recommendations would be
financially covered by Florida Medicaid, CMS or DDW programs.

Life Care Plan Comparison

Overall, the comparison between the example life care plan and the services provided by
Florida Medicaid showed that the majority of the child’s needs were covered by at least one of
three Medicaid programs. The primary author reviewed all sections of the life care plan and
specifically identified the similarities and differences of services, which are as follows:

Projected Evaluations

The majority of the projected evaluations and their frequencies were covered under the
state Medicaid plan. However, Medicaid financial support was not provided for evaluations
that would promote independent functioning such as vocational and disabled driver evaluation.
Additionally, nutritional evaluations were not covered under Florida Medicaid. However,
nutritional evaluations would be covered under the DDW, but DDW would only reimburse at a
frequency of once per year and the recommendations for the child were to receive nutritional
evaluations twice per year (Figure 1, see Page 116).

Projected Therapeutic Modalities

The projected therapeutic modalities outlined in Figure 2 would be reimbursed under state
Medicaid along with supplemental coverage via CMS and the federal Individuals with
Disabilities Education Act/I.D.E.A. (U.S. Department of Education, 2008). It should be noted
that, although services may not appear to be covered under Medicaid for certain therapeutic
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modalities, such services may be covered when provided by similar practitioners. For example,
behavioral services are covered if provided by a behavioral analyst as opposed to a
developmental psychologist. The behavioral analyst in this instance could provide the same
services as a developmental psychologist, thus meeting the needs of the client as well as being
reimbursed by Medicaid.

Although therapeutic modalities are covered under Medicaid, the frequency with which
the services are provided is limited. Specifically Medicaid guidelines cover speech, physical,
and occupational therapy reimbursed at a frequency of once per week; however, this conflicts
with the recommendations of twice per week outlined for the child in the life care plan. Yet,
due to the supplementary services the child would be eligible for through CMS, CMS would
reimburse the additional sessions that are required. Finally, although most projected
therapeutic modalities are covered either through Medicaid or Medicaid supplemental
coverage, disabled driver training is not reimbursed under any of these social programs (Figure
2, see Page 117).

Diagnostic/Educational Testing

In the case analyzed for this study, the life care plan recommended educational testing and
a special education program for the child as depicted in Figure 3. Educational testing at a
frequency of once per year is covered by state Medicaid and CMS programs and all special
education services are provided by the public school system under the federal [.D.E.A. with
costs reimbursed by the county, state, or federal government (U.S. Department of Education,
2008). (Figure 3, see Page 118)

Home Equipment and Medications

The life care plan recommends a nebulizer to treat the child’s bronchial pulmonary
dysplasia (Figure 4). A review of the Florida Medicaid program reveals that Medicaid covers
the purchase and regular replacement of this medical device. Furthermore, Albuterol, used
with the nebulizer, would also be reimbursed under the Medicaid prescription program.
(Figure 4 and Figure 5, see Page 119)

Home Care

The life care plan recommends respite care for the family in order to prevent caregiver
burnout. Although respite care is not covered under state Medicaid, the CMS program will
cover 720 hours of care per year. Since the life care plan recommendation includes 640 hours
per year for respite care, the CMS program will more than cover the hours anticipated in the
life care plan. Furthermore, it was noted in this section that a case manager will be necessary
in order to organize and facilitate the child’s care as well as help the parents identify and apply
for any additional programs for which the child may be eligible. Under state Medicaid and
CMS, specialized case management services are covered at a frequency of 32 minutes per day.
(Figure 6, see Page 120)

Future Medical Care Routine

The majority of services and necessary frequency under routine future medical care are
reimbursable through state Medicaid and supplementary programs. The first limitation noted
in this section is frequency for eye exams under the Medicaid program. State Medicaid
reimburses at a frequency of once a year; however the plan suggests two to five times per year.
Additional limitations were noted with the frequency of auditory screenings. Medicaid
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reimburses screening once every three years; however the plan suggests screenings once per
year. The last limitation noted was in the frequency of an electrocardiogram (EKG)
recommended for the child. State Medicaid programs cover an EKG once per year; however,
for this case, it is recommended twice a year. (Figure 7, see Pages 121-122)

Sections Not Covered by Medicaid or Supplemental Programs

There were two essential sections of the life care plan where none of the recommendations
were covered by Medicaid programs. This included leisure time and aids for independent
functioning. Under each of these sections, recommendations for adaptive toys, assistive
computers, and summer camp were included; however, none were reimbursable under the
Medicaid programs.

Unique Issues

There are several issues related to the comparison of life care plan recommendations to
Medicaid reimbursable services. The first issue is that Medicaid plans vary among states and
this study is specifically designed around the availability, eligibility, and covered services of
Florida’s Medicaid programs. Life care planners who may examine Medicaid reimbursable
services for a particular situation should consult their state public assistance programs (or the
program requirements in the state in which the client lives). Additionally, Medicaid
supplemental programs such as the DDW vary across states as well. Appendix A identifies the
comparable programs available in each state.

The next issue relates to the continuous changes that occur in the Medicaid program. As
a result, the life care planner must consistently keep abreast of such changes and, as such,
should routinely re-evaluate the system coverages to ensure what needs and services may be
financially supported.

The final issue relates to the process involved in applying for and seeking out services
under the Medicaid program. As stated above, the Medicaid program is constantly changing
and varies across states. Therefore, families needing to rely on the Medicaid system (such as
is common with adoption of special needs children) must have an individual case manager to
assist them in understanding, advocating, and applying for the necessary Medicaid programs.

Conclusions

Based on the results of this study, many areas within the life care plan were covered under
Medicaid and/or supplemental programs. However, other important goods and services also
were not covered. For example, aids and services to promote independent functioning
generally were not covered. Lack of a provision for such a vital need could limit the quality
of life of an individual with a disability and create a lifetime of barriers to independence. In
this particular case, without a disabled driving evaluation or training, the client potentially
would be dependent on friends and family members or public transportation. Limitations such
as this in the meeting of independent living needs would most likely negatively impact the
opportunity for a client to build peer social interactions which is essential for normal
development and to help the child learn appropriate social skills.

Life care plans hold great potential for parents of adopted children with special needs
regardless of the available funding source. Specifically, a Medicaid life care plan model can
serve as a valuable educational tool for adoptive parents. Not only does the life care plan
educate the parents about the lifetime disability-related needs, but it can also help parents
identify the financial support programs that are available to meet the child’s medical needs.
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Often parents are unaware of the financial resources that exist and therefore are not able to
access full medical coverage for their child. Having an understanding of future needs of a child
with a disability would help ease some of the parent’s fears about adopting such a child.
Education pertaining to the lifetime disability-related needs of a child, knowledge that funding
exists to meet such needs, and reduction of fear regarding caring for a child with disability
should increase the likelihood that a potential parent would adopt a child with a disability.
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