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LETTER OF TRANSMITTAL
October 1, 1998
The President
The White House
Washington, DC 20500
Dear Mr. President:
On behalf of the National Council on Disability (NCD), | am pleased to submit areport entitled
Grassroots Experiences with Government Programs and Disability Policy: Proceedings froma

Public Hearing in New Orleans, Louisiana.

The report is based on a public hearing NCD conducted to learn about issues facing families of
children and youth with disabilities from minority and rural communitiesin Louisiana.

Recognizing society’'s general neglect of the needs of minorities, NCD has targeted children and

youth with disabilities from minority and rural communities as one of its policy priorities.

Several recommendations for action by local, state, and national policymakers emerged from the
hearing. Although this report attempts to capture the substance of the compelling testimony, it is
beyond the scope of this report for NCD independently to research or verify what was said at the

hearing. NCD elected to highlight the voices from one state as a vehicle to draw lessons for

public policy and its impact at the local level.

NCD stands ready to work with you and stakeholders outside the government to see that
the needs of all Americans with disabilities and their families are met.

Sincerely,

Marca Bristo
Chairperson
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CONGRESSIONAL MANDATE OF
THE NATIONAL COUNCIL ON DISABILITY

Overview and Purpose

NCD is an independent federal agency led by 15 members appointed by the President of
the United States and confirmed by the U.S. Senate.

The overall purpose of NCD isto promote policies, programs, practices, and procedures
that guarantee equal opportunity for all individuals with disabilities, regardless of the nature or
severity of the disability; and to empower individuals with disabilities to achieve economic self-

sufficiency, independent living, and inclusion and integration into all aspects of society.

Specific Duties

The current statutory mandate of NCD includes the following:

. Reviewing and evaluating, on a continuing basis, policies, programs, practices, and
procedures concerning individuals with disabilities conducted or assisted by federal
departments and agencies, including programs established or assisted under the
Rehabilitation Act of 1973, as amended, or under the Developmental Disabilities
Assistance and Bill of Rights Act; aswell as all statutes and regulations pertaining to
federal programs that assist such individuals with disabilities, in order to assess the
effectiveness of such policies, programs, practices, procedures, statutes, and regulations
In meeting the needs of individuals with disabilities.

. Reviewing and evaluating, on a continuing basis, new and emerging disability policy
Issues affecting individuals with disabilities at the federal, state, and local levels, and in
the private sector, including the need for and coordination of adult services, accessto
personal assistance services, school reform efforts and the impact of such efforts on
individuals with disabilities, access to health care, and policies that operate as

disincentives for individuals to seek and retain employment.



Making recommendations to the President, Congress, the Secretary of Education, the
Director of the National Institute on Disability and Rehabilitation Research, and other
officials of federal agencies, respecting ways to better promote equal opportunity,
economic self-sufficiency, independent living, and inclusion and integration into all
aspects of society for Americans with disabilities.

Providing Congress, on a continuing basis, advice, recommendations, legidative
proposals, and any additional information that NCD or Congress deems appropriate.
Gathering information about the implementation, effectiveness, and impact of the
Americans with Disabilities Act of 1990 (42 U.S.C. 12101 et seq.).

Advising the President, Congress, the Commissioner of the Rehabilitation Services
Administration, the Assistant Secretary for Special Education and Rehabilitative Services
within the Department of Education, and the Director of the National Institute on
Disability and Rehabilitation Research on the development of the programs to be carried
out under the Rehabilitation Act of 1973, as amended.

Providing advice to the Commissioner with respect to the policies and conduct of the
Rehabilitation Services Administration.

M aking recommendations to the Director of the National Institute on Disability and
Rehabilitation Research on ways to improve research, service, administration, and the
collection, dissemination, and implementation of research findings affecting persons with
disabilities.

Providing advice regarding priorities for the activities of the Interagency Disability
Coordinating Council and reviewing the recommendations of this Council for legidative
and administrative changes to ensure that such recommendations are consistent with the
purposes of NCD to promote the full integration, independence, and productivity of
individuals with disabilities.

Preparing and submitting to the President and Congress an annual report titled National
Disability Policy: A Progress Report.
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Inter national

In 1995, NCD was designated by the Department of State to be the official contact point
with the U.S. government for disability issues. Specifically, NCD interacts with the special
rapporteur of United Nations Commission for Social Development on disability matters.

Consumers Served and Current Activities

While many government agencies deal with issues and programs affecting people with
disabilities, NCD isthe only federa agency charged with addressing, analyzing, and making
recommendations on issues of public policy that affect people with disabilities regardless of age,
disability type, perceived employment potential, economic need, specific functional ability, status
asaveteran, or other individual circumstance. NCD recognizes its unigque opportunity to
facilitate independent living, community integration, and employment opportunities for people
with disabilities by ensuring an informed and coordinated approach to addressing the concerns of
persons with disabilities and eliminating barriers to their active participation in community and
family life.

NCD playsamajor role in developing disability policy in America. Infact, it was NCD
that originally proposed what eventually became the Americans with Disabilities Act (ADA).
NCD’s present list of key issues includes improving personal assistance services, promoting
health care reform, including students with disabilities in high-quality programs in typical
neighborhood schools, promoting equal employment and community housing opportunities,
monitoring the implementation of ADA, improving assistive technology, and ensuring that

persons with disabilities who are members of minority groups fully participate in society.

Statutory History
NCD was initially established in 1978 as an advisory board within the Department of
Education (Public Law 95-602). The Rehabilitation Act Amendments of 1984 (Public Law 98-

221) transformed NCD into an independent agency.






PREFACE

The National Council on Disability (NCD) is an independent federal agency that makes
recommendations to the President and Congress on disability policy. Recognizing society’s
general neglect of the needs of minorities, NCD has targeted children and youth with disabilities
from minority and rural communities as one of its policy priorities.

As a follow-up to findings in NCD’s 1996 repdkthieving Independence: The
Challenge for the 21% Century that key information related to the rights and services available to
people with disabilities is not reaching a large segment of the American population, especially
people from minority and rural communities, NCD conducted a roundtable discussion in Atlanta
to address these critical issuest. the NCD roundtable, several people called attention to the
need for federal enforcement and technical assistance to focus resources and initiatives on
educating people in minority communities about the requirements of the Americans with
Disabilities Act (ADA) and other federal disability civil rights statutes and how to bring claims
under these laws.

As afollow-up to the Atlanta meeting, NCD conducted a hearing on the issues affecting
children and youth with disabilities from minority and rural communities in Louisiana on January
26, 1998, at the Hilton Riverside Hotel in New Orleans. Louisiana was selected based on its
National Composite Rank in the Annie E. Casey Foundation 1997 KIDS COUNT Data Book,
which provides policymakers and citizens with benchmarks of child well-being. Although
Louisianaranked last out of 50 states, NCD believes that it would have received similar
testimony from witnesses in other states. The KIDS COUNT Data Book—a national and state-by-
state effort to track the status of children in the United States—uses the best available data to
measure the educational, social, economic, and physical well-being of children.

In preparation for the hearing, NCD contacted local advocates, people working to
improve the lives of children and youth in Louisiana, and staff members of the Office of Special
Education Programs, U.S. Department of Education. Hughey Walker, chair of NCD’s
Subcommittee on Minority Issues, presided at the hearing and expressed NCD’s concerns related

to education and disability issues, juvenile justice issues, and youth with disabilities. Lilliam
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Rangel-Diaz, a member of the Subcommittee on Minority Issues and co-chair of NCD’s
Subcommittee on Children and Youth, gave a brief overview of NCD and its mission. She also
encouraged participants to openly share their experiences.

Several recommendations for action on the part of local, state, and national policymakers
emerged from the hearing. This report attempts to capture the substance of the compelling
testimony; it was prepared with the valuable assistance of Carol Wilson, one of the parents who
testified and helped to organize the hearing. It is beyond the scope of this report for NCD to
independently research or modify what was said at the hearing. We have organized what we
heard in a manner that we hope will be useful to policymakers at the federal, state, and local

levels. We begin with the recommendations we received. They include the following:

Education and Vocational Rehabilitation

. School boards need to make special education funding and staffing a priority and
establish a separate budget for the dollars allocated for special education.

. School boards should take an honest look at the evaluation process and technology access
and improve the coordination of those services.

. It isincumbent on school boards to devise and enforce policies that will encourage more
students with disabilities to stay in school and ensure that every child who is eligible to
get a high school diploma has the opportunity to do so. Funding select schools while
ignoring other districts and closing enrollment at select schools are barriers that need to
be addressed.

. Family support and advocacy programs of diverse cultural backgrounds should be
encouraged and supported whenever possible. Strong partnerships among student self-
advocates, parents, and the schools will build strong schools and promote community
involvement, which has been shown to improve school performance.

. At the state level, funding should be increased for special education, teacher salaries, and

to hire competent certified special education teachers.



Schools should be held accountable for following state and federal guidelines and
correcting deficiencies.

The state Department of Education should increase parent/school partnerships and move
away from collaboration with a select few to collaboration with all families. Public
hearings and conferences should be open and widely advertised in places where all
cultural segments of the population would be likely to receive the information.

Training for families should encompass all disabilities and cultures and should be widely
available. Families of diverse cultural backgrounds and disability experiences should be
actively recruited and allowed to serve in leadership positions. Training should include
Section 504 and civil rights training and be more effective in addressing the complaint
and documentation process.

The School-to-Work program should cooperate with the Louisiana Statewide Transition
Project to provide a better array of services with available funding and to avoid
overlapping effortsin some areas.

Increase outreach to rural areasin following the provisions of Act 417 for universal
screening of newborns for hearing impairment.

Advocates would like to see agreater federal involvement with accountability measures
for federally funded projects. Input from awide range of consumers who are the intended
beneficiaries of these projects would give a more accurate picture of how effective the
projects are.

Congress should not pass any amendment that has potential to weaken the Individuals
with Disabilities Education Act (IDEA). Testimony in this report indicates alack of
understanding regarding students with disabilities, as well as continuing attitudinal
barriers of fear and prejudice, both in schools and among the general public. Allowing
school boards to expand disciplinary practices would create more barriers to students with
disabilities receiving a free and appropriate public education.

Incorporate specific language into child care initiatives that will provide access to

competent care for children with disabilities.
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Work toward an improvement in the communication between the Department of Special
Education and the Office of Rehabilitation.

Mandate extensive consumer and family involvement in all phases of decision-making
Processes.

Reauthorize the Technology-related Assistance for Individuals with Disabilities Act
(Tech Act).

Improve the access of elementary and secondary children to Section 504 services and
ensure that all parents receive training on their rights and responsibilities with regard to
Section 504.

Juvenile Justice

Local, state, and federal officials should collaborate and make it a priority to eradicate
abuse and to protect the safety and civil rights of those in juvenile justice facilities.

Forge community partnerships that will address the problems already known to increase
juvenile delinquency, such aslack of access to mental health treatment services and to
after-school child care.

Review ways to address the economic structure in rural communities to eliminate prisons
and detention centers as engines of economic opportunity.

Plan and promote a campaign to educate and inform the general public and policymakers
about the realities of juveniles with disabilities, particularly mental health problems.

By providing accessto afull range of treatment options, eliminate the necessity for
families of children with a mental health disability to declare their child ungovernable in
order to have access to intensive residential options.

Strongly resist attempts to pass state and federal legislation in the name of fear or
convenience that will weaken the protection of juveniles with disabilitiesin the juvenile
justice system.

Improve access to education and health care in juvenile justice facilities.

Make effective rehabilitation the rule and not the exception.



Accessto Medical Services

Enact legidation that provides for consumer protections and considers the needs of
people with chronic health conditions. Mandate an advisory council to provide quality
assurance controls. This council should include consumers and families representative of
the major disability categories (i.e., developmental disability, chronic illness, injury, and
brain disorders or mental illness).

Ensure that the Office for Civil Rightsin the Departments of Health and Hospitalsin all
federal regions have funding and staff to investigate complaints of violations.

Establish acommission of local, state, and federal policymakers, consumer/family
advocates, and community leaders to explore options for financial management of
chronic health conditions. Enact legislation that will ensure that insurance companiesin
Americawill provide benefits for managing these conditions.

Enact federal comprehensive mental health parity legislation that will provide
protections for employers and employees so that the discrimination against persons with
psychiatric disabilities can end and the government will not be forced to pick up the costs
for the majority of these people because of alack of adequate private insurance coverage.
Mandate genetic screening of newborns to determine chromosomal anomalies not readily
apparent and ensure that insurance companies can not use such results to discriminate
against people who have these conditions. Many of these anomalies have been
documented to be costly in terms of quality of life and the treatment for their
manifestations when they remain undiagnosed and no interventions are provided. Early
screening can lead to early intervention services to improve outcomes, treat the anomaly,
and enhance the general quality of life.

Mandate the Tax Equity and Fiscal Responsibility Act asaformal part of Medicaid
instead of allowing it to continue as a state option.

Proactively eliminate and punish fraud and abuse of the Medicaid system, particularly by

providers. Examine the disproportionate share hospital funding and the profit schemesin
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Louisianathat were not direct violations of the law and thus led to losses that could not
be recouped. Devise a method whereby personal profiteering can be eliminated.

Fund and support total wraparound services for children and youth with mental
disabilities (e.g., serious emotional disturbances). Tailor the system to meet the needs of
the consumer instead of requiring the consumer to meet the needs of the system. Provide
afull range of treatment options and multidisciplinary cooperation that is consumer
driven and directed.

Solicit consumer and family involvement in all stages of health care provision. Foster
and actively promote family and consumer involvement and pay these people for their
services as any professional would be compensated.

Fund consumer- and family-driven health advocacy groups to do training across the
country on Medicaid, health insurance, family/professional collaboration, and consumer
rights and responsibilities.

When conducting federal investigations of state departments of health, mental health,
developmental disabilities, and Medicaid, actively solicit input from consumers and
families from a broad spectrum of cultures, geographic regions, and disabilities. Use
family- and consumer-driven health advocacy groups to locate these individuals. Fund
those groups to train and compensate consumers and families for surveying other
consumers and families to obtain more accurate data.

Louisiana state officials and the legislature should make it a priority to fund the
developmental disability waiver slots and search for ways to move the more than 10,000
people off the waiting lists. Reports of preventable deaths of consumers because of alack
of services while on awaiting list demand that the system be closely examined to find
ways to prevent thisin the future. Investigate a voucher system that would allow the
limited dollars to provide services for more people.

Louisiana Medicaid and the legislature should raise the provider reimbursement rates at
least to the Southern Conference standard. Also examine ways to make the Early and
Periodic Screening, Diagnosis, and Treatment (EPSDT) rates equitable when compared
with the developmental disability waiver rates.

XVi



Enact minimum training requirements for those who provide direct care and support
services. In particular, develop atraining, licensing, and accreditation system for
paraprofessionals. At present, the psychiatric technicians who work in the state hospitals
are required to have only a general equivalency degree (GED) and the physical ability to
put someonein restraints. Reports of abuse and violations of civil rightsare grave
concerns and need to be addressed. Make sure all training addresses diversity of race,
disability, and creed. Invite consumers and families to participate in such training and
compensate them, to ensure that service providers hear the message that services should
be provided in the most respectful, least intrusive way possible and that all services
should be consumer driven and directed.

Improve coordination of care across al systems. Promote multidisciplinary team
approaches that are consumer driven and directed.

Overhaul the current psychiatric hospital system, in which youth of all diagnoses are put
together and often participate in the same treatment plans or group therapies. Just as one
would not use the same treatment for a patient with a heart condition and a patient with
cancer, it does not make sense to use the same treatment for a youth with bipolar disorder
or schizophrenia and a youth suffering from a behavior disorder or emotional
disturbances due to severe and repeated abuse. Treatment for mental health disabilitiesis
more than medication and should include atotal individualized recovery model.
Revitalize the current psychiatric hospital system to allow for the safety of the patients
and staff while creating a more family-centered approach to care. Locking children and
youth away from loving families and friends at such a frightening and difficult timeis not
in their best emotional interests.

Makeit illegal for states to require families to relinquish custody of their children to
obtain intensive mental health services and treatments for them.

Closely examine the funding streams and find ways to eliminate cost shifting between the
state and federal governments.

Examine ways to improve the delivery and quality of servicesto rural areas. Investigate

ways to attract providers to these areas.
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Economic Self-Sufficiency/ Independent Living

For those who meet the Supplemental Security Income (SSI) definition of disability,
separate the requirement of a cash SSI payment from access to Medicaid.

Encourage independent living and shift funding from costly institutional careto
community-based services.

Make a concentrated effort to let employers know that the Americans with Disabilities
Act and the Family and Medical Leave Act do protect the rights of those with mental
health disabilities.

Increase the federal minimum wage.

Promote and fund programs such as Partners in Policymaking.

Increase funding for Independent Living Centers.

Family/Individual Support

Louisiana should invest itself in the funding and success of Act 378, the Family and
Community Support Services provision.

Launch anational campaign to improve the delivery of community and family/consumer
support services across the country.

Adequately fund providers of community and family support who meet strict
requirements that will prevent abuse and fraud.

All support should be consumer/family driven and directed as well as culturally
competent and respectful.

Investigate ways to provide skills training and medical servicesto familiesin which
single parents and others must |eave the workforce to care for the child or youth with a
disability.

Solicit input on quality assurance from families and consumers. Involve families and

consumersin all stages of support, from planning to implementation.
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Community Participation

Encourage community summits to discuss the issues and create innovative solutions.
Include persons with disabilities and ask them what their issues and concerns are.

Use the mediato portray the truth about persons with disabilities and to lessen the stigma
and attitudinal barriers.

Foster collaboration and partnerships of government, service providers, businesses, and
other stakeholdersin the community.

Hold leadership training for youth with disabilities and provide them with mentors and

opportunities to learn to be self-advocates.






INTRODUCTION

Hughey Walker, chair of the National Council on Disability’s (NCD) Subcommittee on
Minority Issues, opened the hearing by stating that NCD was particularly interested in hearing
about the issues affecting Louisiana youth with disabilities and their families. He expressed the
hope that NCD would be able to gather information on children and youth from minority
backgrounds and rural communities in Louisiana that would help NCD in its work. He discussed
NCD’s long-standing commitment to minority issues.

Mr. Walker informed those present that in preparation for the hearing, NCD had
contacted local advocates and people working to improve the lives of children and youth in
Louisiana, as well as staff in the Office of Special Education Programs at the U.S. Department of
Education in Washington, D.C. He expressed the concerns of NCD as related to education and
disability issues, juvenile justice issues, and youth with disabilities.

Lilliam Rangel-Diaz, a member of the Subcommittee on Minority Issues and co-chair of
the NCD Subcommittee on Children and Youth, gave a brief overview of NCD and its mission.

She encouraged those present to openly share their experiences.






EDUCATION

NCD expressed concerns about surrounding education for those with disabilitiesin
Louisiana that were identified after federal monitoring by the U.S. Department of Education.
Problems include the following:
. Special transition programs are not fully in place, especially with students moving from

school to work for higher education;

. Invitations to transition meetings often lack necessary information;

. Attendance at transition meetings is inadequate;

. Written and prime notice to parents and the required content of the notice are inadequate;
. Attendance at Individualized Education Plan (IEP) meetings, especially by supervisors

who could approve or disapprove the expenditure of funds, is poor;
. The state fails to make individual determination of services and placement; and

. The state fails to force correction of these deficiencies.

The hearing testimony confirmed these concerns as well as others. Families, persons with
disabilities, officials, and advocates spoke openly of their challenges and successes as well as

what is and is not working within the systems.

High School Completion

Witnesses at the hearing expressed concerns that while the national average for youth
with disabilities to complete high school is about 38 percent, approximately 54 percent of
Louisiana youth do not complete high school. In Louisiana, only 15 percent of all children with
disabilities will receive a high school diploma, and 60 percent of youth with serious emotional
disturbances drop out of school between grades 9 and 12. Various reasons were given for this.
According to Mary Shanks, a representative for the Advocacy Center for the Elderly and

Disabled (ACED), Louisiana’s federal protection and advocacy program:



In recent years, there has been a backlash against violence in the schools, which has
resulted in more Zero Tolerance Programs, which are used to prevent students with
disabilities from receiving an education.... Often the damage caused by lengthy removals
cannot be undone. The vast maority of youth with disabilitiesin the state drop out of
school before earning a diploma or certificate. The clear message they continue to
receive from the school system isthat they are not wanted or welcome if they are unable
to easily fit into the large middle school or senior high school settings. These problems
have been compounded by alack of specificity in the federal and state law, which have
permitted local school systems to impose discipline in avariety of inappropriate ways.

Financial/Legal I ssueswith theIndividualswith Disabilities Education Act (IDEA)

The Department of Education’s Office of Civil Rights has investigated and found an
overrepresentation of minority students in special education, particularly in E/BD programs,
throughout Louisiana. Students from minority groups who exhibit behavior problems are placed
in special education first, before other interventions and modifications are explored. For many
minority students, the environmental conditions that cause delays are not addressed adequately
through early intervention. The issue is currently being addressed through the Office of Civil

Rights. Ms. Shanks touched on these concerns in her testimony:

...IDEA was amended to provide additional specific directions to school systems about
the procedures they must follow if they discipline students with disabilities....
Unfortunately, in this state, the law has not been implemented by most school systems,
who have been led to believe that they can wait a year or more until detailed regulations
are finalized before they must begin protecting the rights of students with disabilities.
The Advocacy Center has made it a priority to deliver the message loud and clear to all
school systems that they must follow the law this year and they cannot continue to
remove students with disabilities from school for extended periods of time. This issue
affects thousands of students already in special education, as well as those that should
qualify of being suspected of having these disabilities. Particularly in large urban
districts, many such students are ignored and are never referred for services they need in
order to learn. Not surprisingly, this contributes to behavior problems, which are then
solved by expelling the students or encouraging them to drop out, thus depriving them of
education opportunities that will prepare them for life.



The schools and parents expressed concerns about the safety of children designated
medically fragile as well asfor the safety of the other children. A student who is ventilator-
dependent must have oxygen at school and in transport, which entails hazards that must be
guarded against. The funding attached to IDEA is not sufficient to protect children against these
safety hazards. Although schools have received more funding this year, additional money is
needed to ensure the provision of services that students need. The number of medically fragile
students who are medically fragile who were once on homebound or hospital instruction is

increasing. Dr. Rosalynne B. Dennis stated:

If you could just get through all of the medical needs, to ensure that they're safe at school,
and that the personnel who work with them are fully trained. And that takes a lot more
than $400 and whatever it is per child.

Federal money attached to IDEA and the slightly more than $2,000 per child from the
State Department of Education through minimum foundation funding are not enough to address
the special health needs of children in the schools. The funds go into the general fund of each
district’s budget and provide the teacher, the classroom, lights, maintenance, and limited
paraprofessional services. The funds will not stretch to cover child-specific items for those with
disabilities. Officials in special education do not receive the funds directly nor do they have
much input as to how the funds are spent. Recent deep budget cuts in many districts have hurt

special education more than any other area of education.

The school systems were reported to be doing only the minimum required by the Federal
Government. With no federal mandate on timelines to provide specific evaluations, services, or
assistive technology, services are put off until families threaten lawsuits. One child was reported
to have been in the education system for two years with his disability, and yet the parents are still
struggling to have him evaluated for an augmentative communication device. A private agency
across the state from the family’s rural home will do an evaluation for $400. The agency told the
family that if the school board would pay for it, the cost would be $250. The school board delays



the evaluation process with, “We don’'t have the staff. We have a long waiting list of children

needing to be evaluated.” For many families, the system is not working well.

Early Identification and I ntervention

Research has shown that when children with challenges are identified in the early years
and provided with intervention services, there is a decrease in disabling factors that can hinder
school performance. More children are living in poverty in Louisiana than in any other state,
according to théouisiana Kids Count report prepared by Agenda for Children in conjunction
with the Annie E. Casey Foundation. Many of these children are not being identified until they
enter school, and many live in rural areas and in populations representative of the ethnic
minorities that comprise 30 percent of the state’s population and are predominantly African
American, Asian American, Hispanic American, and Native American. Even in cases of early

identification, families often have limited or no access to intervention services.

Child Net is the early intervention program in Louisiana for the birth-to-three-year-old
population. The schools currently do not provide daily instructional services for infants and
toddlers, but they do assessments in accordance with the state’s Child Net regulations. The
children are evaluated, then the family receives an infant/family service plan that follows them to
various community agencies and nurseries that provide those services. Children with obvious
disabilities, such as developmental disabilities and intense medical needs, are generally identified
early and connected to Child Net. Infants and toddlers with less obvious disabilities are not as
easily identified. Families are not always aware of the programs, and often, particularly in rural

areas, there is a lack of service providers and a growing lack of assistive technology.

Louisiana State Senator Paulette Irons mentioned a member of her staff who has a child
with a hearing impairment. Senator Irons was candid enough to say that her staff member had
the weight of a state senate office behind her to help her locate services and early interventions

for her child. Now, more and more children with hearing impairments are being identified and



referred to services sooner. Act 417, the Early Identification Act, isanew Louisianalaw that
provides for the use of new technology for universal screening of children’s hearing at birth,
rather than waiting to discover the hearing impairments when the children have not begun to
speak by age two. Although the statewide program promotes universal screening in the
metropolitan areas, some of the rural hospitals are not identifying infants with a hearing

impairment as quickly because they still do a paper screening before the hearing test.

There are many parish education programs for children whose hearing impairment has
been identified. Specialists go into the parishes to work with the early intervention teachers and
provide resources. Sometimes the specialist is the main teacher; in metropolitan areas, the
specialist is a resource in a larger program. Because hearing impairment is a low-incidence
disability, in rural areas it is difficult to gather enough students to make a class and find a
certified or qualified teacher. Another problem for minority groups and in those rural areas is
finding culturally competent interpreters. According to Juliette Haynes of the Parent/Pupil

Program of the Louisiana School for the Deaf,

To have a true language accessibility and stimulation for the mainstream—I'm talking
about in the cafeteria, performances, recess, all that sort of thing—to have a true language
model for these people, you need interpreters.

Sandra Dodgins Barney, an audience member and single adoptive/foster parent of
children with disabilities, stressed the importance of specific language being written into the new
child care initiative for children with disabilities. She expressed the opinion that family day core
homes should have resources available to them to facilitate the inclusion of children with special

needs:

Creative financing—allowing funding from multiple sources and prorating the cost
among several children—could assist in more children being included in family day
homes. Standards need to be revised that would ensure that children in family day care
would have the opportunity to develop to their fullest extent. That's back to what |



mentioned earlier about kids in poverty, kids who are in environmentally delaying
situations. They're not developing appropriately, so we end up with them in special ed.

Transition Planning

After early intervention at the infant and toddler level and by the student’s third birthday,
children are transitioned into preschool programs. Louisiana then provides educational services
for all students with disabilities, ages 3 through 21. If a student turns 21 after the first day of
school, services continue through the 22 birthday. Self esteem issues can be a major factor in
students’ dropping out of school, as few wish to stay in school years longer than their same-age
peers. Students with disabilities are often frustrated by negative social experiences and a lack of
high school options, so they move into the adult world ill-prepared because of deficits in

transition planning.

The Louisiana Statewide Transition Project (LSTP) is a five-year project to address the
particular needs of persons with disabilities in transition from youth to adulthood and to seek
ways to remedy problems. The programs for persons with developmental disabilities have
improved over the years as a result of major advocacy on the part of those affected, but the need
for much work is needed for persons with other disabilities. Forging a partnership between
LSTP and the federal School-to-Work program has been a challenge in Louisiana. Dr. Dennis
mentioned the program and voiced the common misconception in the state that School-to-Work
is basically a regular education program. Advocates experience great difficulty in getting across

the School-to-Work message that “all means all.”

In Louisiana, some special education teachers are unaware that it is a federal mandate for
a transition plan to be in place for all youth ages 14 or older who are in special education.
Teachers sometimes tell parents who ask for a transition plan for their students with a special
education classification and IEP that the plan is done only for students in an alternative program
and not those in specially designed regular instruction. Transition plans are often sketchy and do

not adequately address all life areas.



The state has been exploring implementation of a self-advocacy program to prepare
students in special education to make their own decisions and take responsibility for the direction
of their lives. Some parents expressed concerns about this program being presented through the
schools without enough discussion, involvement, and collaboration between families and the
education system to effectively implement the project with the total support of families. Too
many questions now exist in families’ minds that have not been answered satisfactorily,

particularly given that the schools are not even accomplishing the basics.

At the secondary level, community-based education programs, such as the Alternate
Lifeskills Program (ALP), exist to provide students with functional living skills. Many students
are assigned worksites where they can be trained for employment. Before leaving school, the
students obtain paid employment and continue in that employment. The community is an

excellent resource in providing work locations and job training sites for secondary students.

While ALP works very well for those with moderate to severe developmental disabilities,
it is too often the only choice available for students with certain disabilities who would require
intensive modifications and supports to earn a high school diploma. The program is weak on
academics and does not provide a high school diploma or training to prepare to take the General
Equivalency Degree (GED) examination. Although the ALP was intended only for students
incapable of receiving a high school diploma or GED, academically capable students are placed
in the program because of problems associated with the lack of certified personnel or the

unwillingness of the regular education classroom teachers to work with these students.

(Note: In March 1998, two months after this hearing, special information meetings were
held throughout the state by the Louisiana Department of Education Division of Special
Populations. The meetings centered on the IDEA changes were to go into effect in July 1998 and
included the information that there would be no more diploma and certificate tracks in special
education for students with the cognitive abilities to obtain a diploma or GED training. Only

children with the most severe developmental disabilities will receive a certificate. All other



students, regardless of disabilities or accommodations needed, will receive equal opportunity to
obtain a high school diploma. Officials have assured parents of children with E/BD and other
classifications that their children, in accordance with federal mandates, will receive appropriate
modifications and interventions. The new IEP form each child must have has an entire page
devoted to modifications and accommodations. Although they see this as a positive step, parents
and advocates will be keeping their eyes and ears open to ensure that the law is carried out in
schools across the state, knowing there is often a vast difference between what should be done

and what actually is done.)

Earlene Roth, a member of New Orleans Mayor Marc Morial's advisory board, expressed
concerns about high numbers of IEPs in which the students are not working on a diploma. She
asked Dr. Dennis why the only jobs were menial positions and no mention was made of young
people training to be doctors or lawyers. Schools did not accept the responsibility to provide
work experiences for those capable of attaining professional employment because professionals
with disabilities can provide this sort of mentoring on their own, and the feeling is that the most
seriously disabled, those who are unable to receive this type of professional training, should
receive the limited services available. Dr. Dennis and Senator Irons stated their position that the
community must take the responsibility to make up for the deficits found in schools and must
begin to provide positive role models for the youth. Members of NCD reminded the officials that
although these are worthwhile goals, they do not negate the responsibilities of the state to these
children and youth to provide a free and appropriate public education and appropriate

rehabilitative services.

Section 504 Accommodations

If students meet the criteria for exceptionality under Louisiana Bulletin 1508, the special
Education Department will provide services for them. Exceptionality under Bulletin 1508 is
linked to a student’s intelligence quotient (1Q). Children who have severe cognitive impairments

and severe speech and language delays, physical delays, and occupational delays, and who would
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benefit from speech, physical, and occupational therapies are denied those services under

Bulletin 1508 because their eligibility for servicesistied to their 1Q. This contributes to many

students’ being denied access to support services that could enhance their lives, as it is rarely
made known to families that these services could be covered under a 504 Accommodation Plan.
Students with disabilities that require modification but do not meet Bulletin 1508 criteria, such as
attention deficit disorder (ADD) or certain learning disabilities, can receive services under
Section 504 from another department not always current in the provisions under 504 for students
below college level, if the parents are aware of their legal rights and how to obtain them.
Students with ADD and other 504 needs are not being adequately served, and few parents are
aware of how Section 504 of the Vocational Rehabilitation Act can be used to gain needed

support services.

Parent Training and Information Proj ect

A member of NCD asked participants if the family training and information project,
called Families Helping Families (FHF) in Louisiana, offered parents training on how to file
complaints with the Louisiana Department of Education and the Office of Civil Rights to obtain
legal rights and, if so, how many complaints had been filed or resolved. Participants responded
that instructions given to parents were mainly to make phone calls to the Louisiana Department
of Special Education and to document them. No training was provided on how to write letters to

these offices or on the rights afforded through the law.

Problems with the complaint process included the reluctance of families to follow
through because of the fear of exposing their children to vulnerability while in the care of school
personnel. Reported incidents of children being subjected to punitive practices at school when
parents have taken action concern families greatly. This promotes silence because there is a lack
of comprehensive training in many areas on how to address complaints to the Office of Civil
Rights about possible retaliation or other civil liberty issues. It is highly unlikely that enough

complaints are getting to the Louisiana Department of Education, and it is very probable that
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even fewer are being received by the federal Office of Civil Rights because of the prevailing

misconception that the Office of Civil Rights deals only with cultural minority issues.

When asked by NCD whether local PTls had experienced difficulty with contacts with
federal efforts to train parents on the new provisions of IDEA, participants responded that parents
were being given the U.S. Department of Education training packets. Jane Baker, the FHF parent
trainer on the panel, never clearly answered regarding the amount of local contact with federal
training for families and she said had not personally attended or conducted such training. She
further reported that the understanding of FHF was that the training was not that different than

what they had been doing and was “merely updating the law.”

Many people expressed concerns that in some regions FHF was not being as responsive
as it should be to minority children, children from low-income families, or children with specific
disabilities such as E/BD. Concerns included that those in the administrative positions of FHF
are not representative of cultural minorities, that salaries at the administrative level are very high
compared with the services available, that parents truly representative of youth with E/BD are not
on staff at FHF, that parents working there do not always have an adequate grasp of the needs of
families from culturally diverse backgrounds or of those coping with a child with E/BD, that
many resource centers are not in easily accessible locations, and that some centers do not keep

sufficient hours to assist families.

Families who had worked for FHF expressed appreciation for the information they had
received that they would not have had access to if they had not been on the FHF staff, but no
explanation was given as to why such information was no