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FOREWORD

The Task Force on Developmental Disabilities of the National Conference of State Legislatures
(NCSL) was established in 1990 by NCSL President Lee A. Daniels, house minority leader in
Illinois. Representative Daniels charged the task force to recommend state legislation for people
with developmental disabilities and their families.
In response, the Task Force on Developmental Disabilities proudly issues this publication, which
provides background and makes recommendations for state legislatures in the following policy
areas: early intervention, family support, transition services, community living, supported
employment, and funding.
The task force based its work on a principle of consumer-focused service, which recognizes that
each individual and family has unique strengths and needs that change over time. The task force
aims toward the future with a vision of how to improve services for persons with developmental
disabilities and their families.
The task force recognizes that existing programs, facilities, and practices represent concerted
efforts by states to provide the most appropriate services to citizens with developmental
disabilities. Many task force members were introduced for the first time to the forces of change
that demand new structural approaches to services for persons with developmental disabilities,
changes brought about largely by dedicated and vocal persons with disabilities and their advocates.
This publication represents task force recommendations for state action to change the structure of
services to persons with developmental disabilities over a period of time. Task force members
hope this report assists legislators and other policymakers to improve their service systems for
persons with developmental disabilities who desire to live, learn, work, and play as inclusive
members of their communities.
This document concludes the first-year work of the task force. Other projects included:
development of a NCSL Memorial, adopted at the NCSL business meeting in August 1990 (page
39 of this document); and co-sponsorship of the February 28 to March 2,1991, national
conference, "Americans with Developmental Disabilities: Policy Directions for the States," in
Chicago. In the future, the task force may make recommendations for NCSL involvement in
federal policies that affect states' services to persons with developmental disabilities, address
health-care service and access issues, address state implementation of the federal Americans with
Disabilities Act, and address prevention activities to lower the incidence rate of developmental
disabilities.
William T. Pound
Executive Director
NCSL
February 1991
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INTRODUCTION

A developmental disability is a severe, disabling condition that arises in infancy or childhood;
persists indefinitely; and causes problems in language, learning, mobility, and capacity for selfsufficiency. For example, mental retardation, epilepsy, cerebral palsy, and autism are all
developmental disabilities. Nearly four million Americans have developmental disabilities, with
diverse levels and types of impairments and capabilities. Of these four million people,
approximately one million may require an intensive array of services for most of their lives.
1
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People with developmental disabilities often are or have been associated with life in an institution
or other setting segregated from the larger society. But perceptions of Americans with
developmental disabilities are changing rapidly. Today, many people previously thought to require
institutional care now live with their families or in small, supported community residences; use
public transportation to work in competitive employment; participate in community recreation
activities; and lead integrated lives in the community.
States traditionally have taken the lead in supporting persons with developmental disabilities. In
the past 15 years, states have steadily increased their support for community-based developmental
disabilities services. States allocate $7.4 billion of the $11.8 billion contributed annually by state
and federal governments to fund programs supported by state agencies for developmental
disabilities. In addition, states appropriate close to $4.8 billion per year to schools for special
education services for students with mental retardation.
3
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Most of the innovations in approaches that have occurred over the past two decades have been
generated at the state and local levels. These innovations include allowing people with disabilities
to choose where and how they want to live and in what activities they want to participate,
empowering families and consumers to take an active role in decisions affecting their lives, and
emphasizing support for people in natural settings, including the following:
o

Children growing up in a home with their family, rather than in an institution;

o

Children going to a neighborhood day care center or home, instead of to a segregated
program for children with disabilities;

o

Children attending regular preschool and neighborhood school classes, rather than
being isolated in a "special" class;

o

Children and adults with disabilities participating in community activities with family
and friends instead of being isolated with others who have disabilities; and

o

Persons with disabilities working side by side with persons without such disabilities in a
competitive job, rather than being segregated in sheltered workshops.

Consumers and advocates are turning to states for continued leadership in meeting the needs and
desires of their citizens with disabilities. With the new emphasis on consumer and family
empowerment, state policymakers across the country are being asked to seek input from
consumers and to redefine policy goals for their citizens with developmental disabilities.
Opportunities for people with developmental disabilities to exercise competence and live lives
similar to their peers without disabilities will continue to expand rapidly as a result of the following
federal acts:

o

Americans with Disabilities Act of 1990 (ADA) (P.L. 101-336). This comprehensive
civil rights legislation creates sweeping protection of rights in the areas of
employment, public accommodation, transportation, and telecommunications for
people with disabilities, including developmental disabilities. All newly purchased
buses must be equipped with lifts. Private entities, such as movie theaters, day care
centers, schools, hotels, restaurants, law offices, golf courses, grocery stores, libraries,
beauty parlors, and numerous other businesses and facilities, will be required to make
their buildings accessible to people with disabilities. Employers also must make
"reasonable accommodation" for persons with disabilities, whether it be through
redesigning jobs, modifying facilities, or supplying readers or interpreters. The ADA
will open up vast new opportunities for people with disabilities tofive,work, play,
travel, or shop in the community.

o

Developmental Disabilities Assistance and Bill of Rights Act (P.L 101-496). This law
aims to enable people with developmental disabilities to achieve their maximum
potential through three key concepts, which have become goals for many programs
serving this population nationwide: independence, productivity, and integration into
the community. The act provides monies to fund a developmental disabilities planning
council and a protection and advocacy system in each state, and a network of
university-affiliated programs across the country. The work of the developmental
disabilities councils is supported by small grants to states, which may be used to fund
activities to support improvements in the service system. For example, monies may be
used to demonstrate innovations, such as family support, training for parents, research
on funding alternatives, and activities to assist policymakers in addressing critical
issues. Funds also are provided for protection and advocacy systems, which represent
people with developmental disabilities in areas such as special education,
guardianship, abuse and neglect, transportation, housing, and employment
discrimination. The university-affiliated programs provide training to professional and
paraprofessional staff, with emphasis on community and individual services.

o

Fair Housing Amendments Act of 1988 (FHAA) (P.L 100-430). The FHAA prohibits
discrimination in the sale, rental, or financing of housing to persons with disabilities
and also sets standards of accessibility for newly constructed multi-family housing. In
addition, the 1988 act addresses discrimination against group homes and other
community residences by prohibiting the application of special zoning, land-use
requirements, and other restrictive actions that have the effect of limiting the ability of
persons with disabilities to live in the community residence of their choice.

State legislators will be making new choices as a result of these important acts. In this time of
transition and new opportunities, a number of states are defining principles upon which services to
people with developmental disabilities should be based. These principles are based on values that
recognize the primacy of the American family and the importance of creating and supporting
programs and services that enable people with developmental disabilities to experience presence
and participation in community life. Most people, including those with developmental disabilities,
want good relationships with family and friends, respect and dignity, opportunities to develop and
exercise competence, and opportunities to contribute to community life and make choices about
their future.
Policies based on these values result in new residential, educational, and employment alternatives
for persons with developmental disabilities. This publication contains background information
about early intervention, family support, transition services, community living, and supported
employment, and makes recommendations for state legislative actions concerning each area.
Changes in the way states structure services that support individuals with developmental

disabilities require changes in funding structures. Therefore, a section on funding also is included
in this publication, with recommendations for state actions.
In considering each topic area, legislators and other policymakers need to realize the critical
importance of building an "infrastructure" capable of supporting the delivery of direct services,
including the maintenance of a system to ensure the quality and accessibility of such services. In
the absence of an administrative infrastructure capable of supporting sound systemwide planning,
development, and management, individual service initiatives are likely to be carried out in a wellmeaning, but haphazard and uncoordinated manner. Effective management of large, complex
service systems requires access to timely data on numerous dimensions of systemwide
performance, strategic planning, and development capabilities. A clearly articulated approach to
ensuring that all participants receive high quality services and support systems also is needed.
Policymakers need to be aware that investment in indirect supports is essential to maintaining a
smoothly functioning service delivery system.
Among the actions legislators and program administrators can take to help ensure quality in their
programs are the following: develop program and services standards; require licensure for service
providers and facilities; encourage staff training; provide for case management and service
coordination; establish a mechanism to monitor services, service outcomes, and consumer
satisfaction; implement both a management information system and an information and referral
system; and obtain technical assistance from others who have experience with related programs
and services.

EARLY INTERVENTION

When Elizabeth was 10 months old, she could not crawl, sit up, hear, or "babble." Her
parents felt extremely fortunate to find an early intervention program near their home.
Every week, Elizabeth and her parents went to the program so she could receive speech
therapy, physical therapy, and occupational therapy. In occupational therapy, the child
was proud to learn how to use her fingers so she could pick up a Cheerio and put it into
her mouth. In physical therapy, she learned how to sit up, then to crawl, and to walk
when she was two, with the aid of orthotics that kept herfromfalling so much.
Elizabeth's parents also received training so that they could work with her between
weekly therapy sessions. In addition, she learned sign language to communicate with
others. Now at age four, Elizabeth can run and jump, and she is learning to speak now
that medication restored her hearing. Elizabeth's parents report that early intervention
services have made a remarkable difference in their lives and in hers. She is looking
forward to joining her friends in school

Introduction
Early intervention services are designed to prevent, remediate, or reduce the negative effects of
delays and disabilities in early development. Assistance to the family and the child with delays may
include developmental, educational, therapeutic, technological, and social services. Early
identification and treatment of a child's developmental delays promote the optimal development
of the child and prevent the emergence of more severe and costly problems later on. Early
intervention services typically cover the period between birth and age three.
Children with developmental delays are those who, at birth or shortly thereafter, are diagnosed as
having a genetic malformation, birth injury, or serious chronic illness that results in delayed or
dysfunctional physical or mental development in major skill areas. Developmental delays result
from mental retardation, cerebral palsy, muscular dystrophy, cystic fibrosis, congenital heart
disorders or serious heart disease, neural tube defects such as spina bifida, and fetal alcohol
syndrome and drug addiction. Infants and toddlers who experience sensory impairment, emotional
disorders, or neurologically based learning deficiencies also may have delayed development.
Experts estimate that between 3 and 8 percent of all children at birth to age three have
developmental delays, established conditions such as Down's syndrome or cerebral palsy, or
multiple risk factors.
5

Early intervention services include family training, counseling, and home visits; respite care;
speech pathology and audiology; occupational therapy; physical therapy; assistive technology;
psychological, nutrition, and case management services; transportation; medical services for
diagnostic or evaluation purposes; nursing services; early identification, screening, and assessment
services; and health services necessary to enable the infant or toddler to benefit from the other
early intervention services. Depending on the child and family, the type, intensity, and duration of
services vary considerably. For example, one family may need one or two services a few hours per
week, while others may need full-day or full-week programs that provide numerous services.
Services are provided by a variety of professionals, including physicians, public health nurses,
nutrition specialists, physical and occupational therapists, speech and language therapists, social
workers, and psychologists.

Early intervention services should serve children in natural settings where infants and toddlers
typically are found, such as the family's home, day-care centers, playgrounds, religious institutions,
and other community settings. The trend is for the services to come to the child, rather than
requiring the family to take the child to the services. Services should be flexible in meeting the
needs of families with different lifestyles, cultures, schedules, and priorities.
The best early intervention programs recognize the family as the major caregiver for the child and
incorporate the parents as active partners in planning for the child's needs. The family has the
knowledge and information needed by professionals to determine how best to meet its child's
needs. Parents should be able to choose from an array of services those that best meet the needs
of the child with the least amount of inconvenience for the family.

Why Legislators Should Be Concerned
Research verifies the value of public investment in improving the lives of our youngest children.
Money spent on early intervention services can significantly reduce the cost of special education
services later in the child's life, lower the demand for institutional admissions and other costly
human service interventions, and result in higher projected lifetime earnings. Higher wages result
in higher income taxes and reduced income maintenance payments.
States also should recognize that the best way to reduce the number of children with
developmental delays is to ensure the birth of healthy babies. More than $2.5 billion is spent
annually on intensive care for newborns, primarily for low birthweight babies. About 11,000 of
these babies have long-term disabilities that result from being too small. Legislators should
support prenatal care programs as well as early intervention programs.
6

State legislatures have a critical role to play in implementing the provisions of the federal Program
for Infants, Toddlers, and Families (described next under Federal Activities), either through the
passage of legislation, or by providing policy direction and oversight. The core assumptions behind
the federal law ~ that families are active partners and know what is best for their children require fundamental changes in the way early intervention services are financed, administered, and
provided.
For state legislatures that choose to build upon their existing efforts in early intervention rather
than participate in the federal program, it is important to recognize the public policy benefits of an
early intervention program that is family- and community-centered.

Federal Activities
Individuals with Disabilities Education Act (IDEA) (P.L. 101-476). In 1990, Congress
reauthorized the Education of the Handicapped Act (EHA), which is the landmark federal
legislation concerning education for students with disabilities. During its reauthorization, EHA
was renamed the "Individuals with Disabilities Education Act." The law contains Parts A through
H. Part B is permanently authorized and provides funds to local education agencies to help pay
the excess costs of educating students with disabilities. All other parts of IDEA are discretionary
and must be reauthorized periodically. Provisions concerning early intervention include the
following:

o

Program for Infants, Toddlers, and Families (Part H of IDEA, originally enacted as Title I
of P.L. 99-457). In recognition of the value of early intervention, Congress amended
IDEA in 1986 to create the new Part H program for services to infants, toddlers, and
families, commonly referred to as "Part H" or P.L. 99-457. This discretionary program
provides financial assistance to help states develop and implement a statewide,
comprehensive, coordinated, multidisciplinary interagency program of early
intervention services for infants and toddlers with developmental disabilities or with
conditions that place them at risk of delays.
To receive funds under Part H, participating states must designate a lead agency to develop
interagency agreements, resolve disputes, and administer funding. Congress appropriated
$79.5 million in FY 1990 and $117.6 million in FY 1991 to help state agencies coordinate
and deliver improved early intervention services. The federal money is not meant to fund
direct services, although some of it may be used to create services that did not exist before.
The program'sfive-yearphase-in period, now in its fourth year, gives states flexibility in
structuring and implementing their own plans.

o

Federal Pre-School Program (Part B of IDEA, originally enacted as Title II of P.L. 99457). "Part B" of IDEA is also known as the Education for All Handicapped Children
Act of 1975 (P.L. 94-142). As amended, Part B now requires states to ensure that all
eligible children with disabilities, beginning at age three, receive a free and
appropriate public education by the 1991-92 school year. States must meet this
requirement to receive any federal funds for children counted in preschool under
federal special education grant-in-aid formulas.

Medicaid. This federally matched, state-run program provides medical care for low-income
persons who receive public assistance, including Supplemental Security Income (SSI), and Aid to
Families with Dependent Children. Important federal changes to Medicaid that affect early
intervention services include new requirements for screening and treating eligible children and
new requirements for expanding Medicaid eligibility.
o

Early and Periodic Screening, Diagnosis and Treatment (EPSDT). EPSDT is a Medicaid
service that must be provided by state Medicaid programs and that covers eligible
children from birth to age 21. As of April 1,1990, states are required to provide
periodic screening and assessment for eligible children and youth. If needed, states
must provide treatment to correct or ameliorate any physical or mental problems
identified during the EPSDT screening and assessment process. "Medically necessary"
treatment must be provided as a Medicaid-reimbursable service even if the service is
not normally covered under the state's Medicaid plan. For example, if an eligible child
is determined to need speech therapy and a hearing aid, both of which are optional
services under federal Medicaid regulations, a state must provide these services even if
they are not in its Medicaid plan.

o

Medicaid expansion initiatives. States now must extend Medicaid eligibility to children
between birth and age six and pregnant women in families with incomes up to 133
percent of the federal poverty level (FPL). States have the option of covering these
populations with family incomes up to 185 percent of the FPL. States also may cover
children between ages six and 19 with family incomes up to the FPL. Effective July 1,
1991, states must begin phasing in Medicaid coverage for children born after
September 30,1983, who live in families with incomes at or below the federal poverty
level. By the year 2002, all such youth under age 19 will be entitled to Medicaid.

Maternal and Child Health block grant. This block grant enables states to develop or enhance
systems to ensure that children with special medical needs have access to primary health care

services. Every four federal dollars must be matched by three state dollars. States have the
discretion to target some of these funds for primary prevention and prenatal care, as well as for
early intervention services.
Crisis nurseries and respite care. An extension of the Temporary Child Care for Handicapped
Children and Crisis Nursery Act of 1986 (P.L. 101-127), this program makes federal grants to
states to fund agencies and organizations that provide respite care services for children with
disabilities and nurseries for children in crisis because of abuse or neglect. Congress appropriated
$5 million for this program in FY 1989 and has allocated $11.3 million for FY 1991. The program
has the potential to become a more significant source of support for children with disabilities and
their families in the future.
Technical assistance and training. With passage of P.L. 99-457, the federal government made an
effort to advise states on policy planning and intervention models nationwide. This technical
assistance and training is available through the following:
o

National Early Childhood Technical Assistance System (NEC*TAS). NEC*TAS, which
is coordinated through the Frank Porter Graham Child Development Center at the
University of North Carolina at Chapel Hill, is funded by the federal Office of Special
Education Programs to analyze the implementation of Part H. More information
about NEC*TAS is contained in Appendix C.

o

Regional Resource Centers (RRCs). RRCs in each federal region have added early
intervention specialists to help states develop and implement early intervention and
preschool policy.

Other federal programs. Funding for early intervention services may also be obtained through the
following federal programs: Alcohol, Drug Abuse, and Mental Health block grant; Indian Health
Service; Migrant Health Service; Preventative Health and Health Services block grant; Health
Care for the Homeless (authorized by the Stewart B. McKinney Homeless Assistance Act);
Community Health Centers; Social Services block grant; Services for Deaf-Blind Children and
Youth; Head Start; Technology-Related Assistance for Individuals with Disabilities Act; and
Assistance for Education of All Handicapped Children.

State Activities
All 50 states, the District of Columbia, Indian Tribes, the Commonwealth of Puerto Rico, and the
other commonwealths and territories are receiving some federal funds to plan for implementation
of Part H services under the federal Program for Infants, Toddlers, and Families. States such as
Washington have hired additional staff with the requirements under the law. Others, like Oregon,
have relied on grass-roots participation in developing policy.
7

Most states are continuing to move toward full implementation of services under Part H. Between
15 and 20 states are wrestling with whether to continue with their plans, once the full-service
requirements become effective in the fifth year, or whether to rely on their own programs. Before
deciding, states should examine the fiscal consequences of full implementation of a comprehensive
early intervention system accessible to all infants and toddlers with developmental disabilities or
delays. The decision should be based on the state's goals for what it wants to accomplish through
early intervention services.

Before the federal Program for Infants, Toddlers, and Families was passed, Iowa, Maryland,
Minnesota, Nebraska, New Jersey, and South Dakota already had created an entitlement to early
intervention services for eligible children, from birth. Since enactment of P.L. 99-457, at least
three states - Hawaii, Louisiana, and Pennsylvania - have passed legislation creating an
entitlement for Part H services.
8

Early intervention programs in Texas, Maine, Colorado, and California reflect the values of
coordinated, family-centered, flexible services envisioned by Part H of IDEA, the Program for
Infants, Toddlers, and Families.
Texas. Texas was among the first states to pass legislation to develop services for infants and
toddlers with developmental delays. The state's 1981 early childhood initiative and the Texas
Early Childhood Intervention Program (ECI) served as models for the authors of the federal
legislation, P.L. 99-457.
The Texas ECI Program is coordinated by the Interagency Council, comprised of representatives
from the Departments of Health, Human Services, Mental Health and Mental Retardation, and
Education. In FY 1990, the council will distribute approximately $14.2 million in state funds and
$5 million in federal funds to local community service programs through a competitive proposal
process.
Children from birth through age three and their families receive services delivered by 75 local
programs. Services include assessment; physical, occupational, and speech therapy; activities to
develop cognitive, social/emotional, and self-help skills; adaptive equipment; and transportation.
Families are served through case management, training, counseling, and parent support groups.
State office staff monitor the local programs and provide training to local staff to ensure that
quality services are provided. In FY 1989, more than 15,000 Texas children received early
intervention services. In 1989,788 children who graduated from early intervention services did not
need further services. If these children had required continuing comprehensive services at age
three, the annual cost of services would have been $6,000 per pupil, or $4.7 million, according to
the Texas Education Agency.'
(Contact: Mary Elder, administrator, Early Childhood Intervention, Texas Department of Health,
1100 West 49th Street, Austin, Texas 78756; (512) 458-7673; statutory citation: Tex. Hum. Res.
Code Ann. Chap. 73.)
Maine. Maine, a national leader in coordinating services for children, sponsored early
intervention services before P.L 99-457 was passed. Unlike many states, which separate services
for infants and toddlers from those for preschool children, Maine's Child Development Services
System serves children from birth through age five. The program coordinates services both at the
state and local levels, under the Interdepartmental Coordinating Committee for Pre-school
Handicapped Children (ICCPHC). The ICCPHC consists of representatives from the
Departments of Mental Health and Mental Retardation, Education, and Human Services; private
preschool agencies and organizations; and parents. This committee works with 16 Local
Coordinating Committees to make interdepartmental services accessible to families throughout
the state. Early intervention services consist of 16 components, including screening; evaluations
done in the child's home if possible; individualized family service plans; case management; and
early childhood teams comprised of parents, the case manager, and an evaluation professional.
These teams oversee implementation of an individualized family service plan for each participating
family.
10

(Contact: Susan Mackey-Andrews, director, 87 Winthrop Street, SHS 146, Augusta, Maine 04333;
(207) 289-3272; statutory citation: Me. Rev. Stat. Ann. tit. 20,7702 et seq.)

Colorado. The Colorado Department of Education's Special Education Services Unit is the state's
lead agency for Part H of P.L. 99-457. Rather than use Part H funds to expand services to infants
and toddlers, Colorado has used the funds to help change people's perceptions about service
delivery. Colorado's twofold approach is to empower families to make decisions for their children
and to offer services that meet the needs of the children and families. If the family functions
better, the child will function better. The program encourages serviceproviders to offer more
services in homes during evenings and weekends so working parents can be involved. In 1990, the
General Assembly mandated the provision of preschool special education services for children age
three and older, in keeping with the requirements of Title II of P.L. 99-457."
(Contact: Elizabeth Soper, senior consultant, Department of Education, Special Education
Services, 201 East Colfax, Denver, Colorado 80203; (303) 866-6710; statutory citation: Colo. Rev.
Stat. 22-20-103.)
California. California has long provided services to infants and toddlers with disabilities and those
at risk of developmental delays. Participation in planning for Part H of P.L. 99-457 has challenged
the state to develop a more comprehensive, interagency approach to providing early intervention
services. The Department of Developmental Services, the designated lead agency for planning
activities, is receiving assistance from the Departments of Alcohol and Drug Programs, Education,
Health Services, Mental Health, and Social Services. At the local level, 26 planning areas have
been established around the state to help plan and coordinate activities. California has received
$22.2 million for its first three years of participation in Part H. Six special research studies have
been conducted to identify the programmatic and fiscal impacts of fully implementing Part H
services under the federal program.
12

(Contact: Julie Ann Jackson, assistant deputy director, Children & Family Services, Department
of Developmental Services, 1600 9th Street, Room 310, Sacramento, California 95814; (916) 3242090; statutory citation: Cal. Educ. Code, sec. 56425 et seq.)

Recommendations for State Action
The NCSL Task Force on Developmental Disabilities recommends that state legislatures do the
following in the area of early intervention:
a) Identify the goals that the state wants to achieve through early intervention services.
b) Develop a system that empowers families rather than service providers.
c)

Establish a statewide collaborative system of early intervention services that works to
eliminate duplication and fragmentation and increases cooperation among the
programs and agencies at the federal, state, and community levels. These services
should do the following:
*

Ensure aggressive outreach and case finding to enable families to have
information about and easy access to early intervention services.

*

Recognize the family as the child's primary caregiver and enhance a family's
capacity to meet the special needs of its child.

*

Be family- and community-centered.

*

View infants and toddlers with special needs as whole people whose needs must
be met by service strategies that cut across traditional discipline, program, and
funding categories.

*

Be integrated into the general network of community support, rather than
segregated and isolated.

*

Offer flexible hours and options to accommodate families from different ethnic
and economic groups and who have different values and priorities.

*

Identify a child's problem early on - the earlier the intervention, the greater its
effects will be.

*

Be provided in settings where children normally go, such as day-care centers,
preschools, religious institutions, family medical clinics, and play groups.

Designate a lead agency for early intervention (or work with the existing lead agency)
to ensure that interagency cooperation and collaboration become a reality.
Identify both public and private sources of funding, including private health insurance,
to pay for early intervention services.
Encourage education for service providers about appropriate screening and referral
methods and available resources, such as pediatricians, nurses, hospital and clinic
social workers, and day-care providers.
Include families in policy development at both the state and local levels and involve
them from the initial planning stages through the development and implementation of
programs.
Make special provisions to require accountability for children with special needs who
are in public custody, without families to advocate for them.
Institute ongoing efforts to monitor the quality and effectiveness of the state's early
intervention services.

FAMILY SUPPORT

When it was time to release Brittany from the hospital, her parents were urged to put
her in an institution. Brittany was blind, immobile, and had a feeding tube. Her
parents knew she had minimum brain activity, but they wanted to give her every
opportunity. A lot ofpeople told them they were fools for not putting her into an
institution. "It's crazy the state would pay $4,000 a month to keep her in an institution,
but wouldn't even provide us with medical insurance and the support services we need
at much less cost," report her parents. "But we had to do what we had to do for our
daughter. *

Introduction
The birth of a child with a severe disability or chronic illness creates a crisis for the family and all
involved. The level of difficulty experienced by the family depends on the degree of the family
member's disability, the presence of challenging needs and behaviors, family characteristics,
specific parenting patterns, the family's capacity for coping, and, most of all, the availability of
community support services. Despite the challenges, most families reject out-of-home alternatives
in favor of continued care at home, especially during the child's early years. These families need
services and support systems that are comprehensive, flexible, well-coordinated, family-centered,
community-based, and integrated within existing community networks. Services should also
enhance a family's understanding of, and response to, its child's disability and available resources.
Increasingly, states are moving away from a traditional, provider-driven service system that often
separates children from their families, to a system that empowers families to participate in the
process and to choose services that best meet their needs, based on their own circumstances and
the particular disabilities of their family member. State legislatures that are formulating policy for
family support programs should take into account the following key points:
o

Assistance with at-home care enhances a family's capacity to provide care and
improves the quality of life for the entire family, including the member with a
disability.

o

Responsive family support programs provide a wide array of support services for
families, whether they are biological, foster, or adoptive. Families' needs vary, and
each family should be encouraged to select those services that are most appropriate to
build upon its strengths and to meet its needs.

o

Support services should be available to families from the onset of the disability and
should be designed to reach out to families.

o

Access to family support services should be timely and convenient for families.

o

As the person with a disability reaches adulthood, the focus of support programs
should shift to choices for the individual, whether he or she lives with the family or in
another community setting.

o

The public sector cannot be counted on to meet all family needs. Support services
should build on the framework found in the family, the neighborhood, and the
community. Employers and private health insurance carriers also should be called on
to provide support.

o

Families should be allowed to control resources, making the system less "providerdriven" and more "consumer-driven."

o

Children with disabilities benefit most from training in natural settings where they can
learn independent living and work skills that will enable them to live in the community
once they become adults or choose to live away from the family home.

o

Strengthening the family structure may be less costly to the state than funding
expensive alternative residential options for children.

Why Legislators Should Be Concerned
Families that have a member with a developmental disability cope with extraordinary
circumstances and needs, emotional stress, time demands, and financial costs. State lawmakers
need to be aware of ways that state policies can help preserve these families, rather than
inadvertently encourage them to break apart. Without the necessary support systems, families
may face the difficult choice of placing a member in an institution or other out-of-home setting,
usually at great emotional cost to the family and great economic cost to the state. In some cases,
families have impoverished themselves to qualify for Medicaid services or have given up
guardianship in order to receive services.
In addition to their concern for family preservation, state legislators are very conscious of the costs
of providing services. Home care is less expensive than institutional care for persons with
developmental disabilities. The 1988 average per diem rate at an institution for people with
developmental disabilities was $153.54, or $56,042 per year. Although state Medicaid matching
rates vary, the average rate was 45 percent, or $25,219 in state funds, to support one person in an
institution during 1988." In contrast, the average annual family subsidy payment in the United
States was $2,567 in 1988. Cash assistance to families must be supplemented with family support
services, case management, and other programs to provide a reliable alternative to
institutionalization. Nevertheless, on an individual basis, the total cost to the state for home care
is less than the cost of institutional care.
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A study by the Center on Human Policy at Syracuse University evaluated the costs of serving
children with severe disabilities who have institutional histories and are currently living with
families. The study found that, on average, the cost of care for children in these families was onefourth to one-fifth that of institutional care. Family support programs help keep families
together and offer an effective use of public dollars.
13

Legislators need to be aware of their own state policies that encourage costly institutional care and
what options exist to prevent out-of-home placements. Unfortunately, the current reimbursement
criteria for Medicaid services actually encourage institutional or other out-of-home placement for
children with disabilities who need support services. Many families who need help with support
services or equipment are ineligible for Medicaid because their income level is too high, even
though they may not be able to afford to purchase the needed services and equipment on their
own. If the child is placed outside the home, the family's income is no longer taken into account
and the child becomes eligible to receive Medicaid-reimbursed services. This policy creates severe

hardship for many families who want their children with serious health problems to live at home.
Fortunately, some of the federal options described next may be useful to states that want to assist
such families.

Federal Activities
A variety of federal programs provide support and services useful to families who undertake home
care for a member with disabilities. These include the following:
Supplemental Security Income. SSI is an income maintenance program that provides a base level
of income support for persons who are blind, disabled, or elderly. For children under 18 years old
who are living at home, parental income and other resources are taken into account, and only
children of very low-income families qualify.
Medicaid. As described on page 3, Medicaid is a medical assistance program for low-income
people who meet certain criteria. States adopt their own Medicaid plans, which describe the
service options that will be covered. States are required to include nine mandated services and
have the option of covering any or all of an additional 34 services, such as physical therapy, speech
therapy, and private-duty nursing. Federal regulations require that Medicaid services designated
in a state's plan be available statewide and to all Medicaid-eligible residents, unless exceptions are
made either through federal actions or through a waiver approved by the federal government after
application by a state. States may apply for the following Medicaid waivers that allow some
flexibility to cover home care services for persons with developmental disabilities:
o

Home- and Community-Based Services (HCBS) waiver. Also known as the "2176
waiver," the HCBS waiver allows states to cover certain home- and community-based
support services to Medicaid-eligible persons who otherwise would be served in an
institutional setting at an equal or higher cost. As of 1990,41 states offered services to
over 50,000 persons with developmental disabilities through this option. Although
the majority of these persons are adults, Medicaid-eligible children with disabilities
also benefit from this option.

o

Model Waiver Option. This waiver allows a state to cover optional services that are not
otherwise in its Medicaid plan for a small targeted group of persons, such as children
who are ventilator dependent. The model waiver, sometimes called the 50/200 waiver,
allows Medicaid reimbursement for home care services to a defined population of up
to 200 persons per waiver who otherwise would need more costly institutional care.

Tax Equity and Fiscal Responsibility Act of 1982 (TEFRA). As mentioned previously, for children
with developmental disabilities under 18 years old, parental income usually is taken into
consideration in determining a child's eligibility for Medicaid benefits, unless the child is removed
from the family setting. States may opt to offer Medicaid services to children with severe
disabilities who are living at home without considering family income by modifying the state's
Medicaid plan in accordance with Section 134 of the Tax Equity and Fiscal Responsibility Act of
1982. Although 17 states have elected this option, many apply it to a very narrow range of
potential beneficiaries.
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The Individuals with Disabilities Education Act (P.L. 101-476). As described on page 3, IDEA
was formerly called the Education of the Handicapped Act. This landmark legislation is intended
to guarantee all children with disabilities, no matter how severe, a free and appropriate public
education. Part H, the Program for Infants, Toddlers, and Families (also known as P.L. 99-457) is

the first piece of legislation to recognize families as the primary caregivers for children with
disabilities. As described under "Early Intervention," this breakthrough in federal disability policy
provides funds to states to create statewide programs of early intervention services by October 1,
1991.
The Temporary Respite and Crisis Nurseries Act (P.L.101-127). This act makes federal grants to
states, on a competitive basis, to fund agencies and organizations that provide respite care for
children with disabilities and nurseries for children in crisis because of abuse or neglect.
Other federal programs. Other sources for family support include the following: the Maternal
and Child Health block grant (Title V of the Social Security Act), as discussed on page 3; and the
Developmental Disabilities Assistance and Bill of Rights Act, as noted on page x.

State Activities
Over the past decade, a majority of states have initiated programs to support families providing
home care for a child with a disability. The definition of family support services varies widely
among states. Services most commonly offered are case management, respite care, parent
education, home adaptations, special equipment, and transportation. Other services may include
information and referral, parent and family counseling, peer support groups, homemaker services,
attendant care, chore services, in-home nursing services, future planning, and cash assistance.
State family support programs usually provide either services to families through a contract with a
third-party agency or cash assistance or vouchers to families who then purchase services from
agencies of their choice, often with specified restrictions.
At present, approximately 46 states provide at least some services or other resources to families
who care at home for a family member with a disability. More than 30 different services have been
identified that offer assistance to families. The most common are respite care, adaptive
equipment, and family counseling. Other common services include medical, health, and nutrition
services; special clothing; recreation; speech, occupational, and physical therapy; home
modifications or repairs; flexible payment for disability-related expenses; and case management.
Ten states have a cash subsidy program for families and 17 offer families a combination of
financial assistance and support services. However, most existing state programs are rather
narrow in scope and are vulnerable to shifting political and budget priorities. Most programs offer
limited services to few families, place restrictions on the types of services offered, fail to utilize
existing community networks, and are slow to empower family members. Programs in Michigan,
Wisconsin, New Hampshire, and Illinois are broader in scope. Nebraska's program, which is more
limited, is intended to fill in gaps in existing services.
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Michigan. This state pays direct cash subsidies of approximately $243 per month to families with
children who have a severe disability. The subsidy helps defray care-related costs, such as
specialized equipment, respite care, and home renovation. To qualify for the subsidy, a family
must earn less than $60,000 annually and have a child with severe disabilities under age 18. After
that age, the person with disabilities becomes eligible for federal Supplemental Security Income.
The average cost of the subsidy program is less than $8 per child per day, far less than what might
be incurred by a child in a state institution or community residence.

Michigan also has a "permanency planning" program to prevent new institutional placements of
children with special needs and a goal of returning all children from state institutions to the
community. Institutional placements declined 78 percent between 1977 and 1988. In 1989, fewer
than 50 children remained in state centers. The family subsidy and permanency planning
programs contributed significantly to this decline. Additional factors included a specialized foster
training home program, a stronger network of case management, and family support services
provided through local community mental health boards.
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(Contact: Susan Arneaud, director, Family Support Services and Subsidy, Department of Mental
Health, Lewis Cass Building, Lansing, Michigan 48913; (517) 335-4070; statutory citation: Mich.
Comp. Laws 330.1155.)
Wisconsin. This state's Family Support Program helps parents locate the public and private
resources they need and provides funds to buy those things that the family needs but cannot obtain
through other sources. The state has found that direct assistance to families is more cost-effective
than out-of-home placement and more beneficial to the child and family. Wisconsin has made
extensive use of Section 134 of the federal Tax Equity and Fiscal Responsibility Act, which allows
the state to waive consideration of family income in determining Medicaid eligibility of a child with
severe disabilities. The state publicizes the availability of this option and conducts extensive
outreach to families who may be eligible.
(Contact: Beverly Doherty, program manager, Department of Health and Social Services,
Division of Community Services, P.O. Box 7851, Madison, Wisconsin 53707; (608) 266-7469;
statutory citation: Wis. Stat. 46.985.)
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New Hampshire. The New Hampshire General Court (the legislature) appropriated close to $3
million for FY 1990-91 to establish a support network for families caring at home for children or
adult family members with disabilities. The innovative aspect of this network is the extraordinary
amount of power parents have been given to determine what services will be delivered, and how.
The parents, who know best what services are needed, are responsible for selecting providers and
submitting plans to family support councils. These regional councils, comprised of persons having
family members with disabilities, make decisions about the allocation of support services among
providers.
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(Contact: Ceil Conner, state family support coordinator, State Office B Park South, 105 Pleasant
Street, Concord, New Hampshire 03301; (603) 271-5057; statutory citation: N.H. Rev. Stat. Ann.
126-G.)
Illinois. Under one of the nation's newest family support laws, Illinois is implementing two
programs, one to benefit families that care for their child at home and the other to provide
assistance to adults with disabilities, whether or not they live with their immediate family. Both
programs are designed to empower individuals with severe disabilities and their families to design
and direct their own array of services to suit their unique strengths, needs, and desires.
Under its Family Assistance Program, Illinois will pay direct monthly cash stipends of $386 to
eligible families caring at home for a child who has a severe developmental disability or severe
emotional disturbance. The subsidy may be used at the family's discretion for the benefit of the
child and the family. To qualify for the stipend, a family must have a federal taxable annual
income of less than $50,000 and have an eligible child under age 18 living at home.
The Home-Based Support Services Program is designed for adults with severe developmental
disabilities or severe mental illness who live in their family home or in their own home.
Participants will receive an individually chosen and tailored array of support services up to a
maximum monthly value of $1,158. The adults, together with family members or other
representatives, choose the type and amount of support services they need and may change

