


L G

+
-

PrITIER

¥

- (UL P

£

Office of

‘-(C DEPARTMENT OF HEALTH & HUMAN SERVICES Human Development Services

Administration on
Developmental Disabilities
Washington DC 20201

NOV 15 1990

Presentation of "Independence, Productivity, Integration for
Peopl e with Devel opnental Disabilities" marks the_beginn|n% of
a new era for people with devel opnental disabilities. It began
in 1987 when Congress invited individuals wth devel oprent al
disabilities, their famlies, friends, community providers and
advocacy groups to present their own stories. Their needs,
perspectives and expectations were conveyed through consuner
sati sfaction surveys and public foruns and were expressed in

I ndi vidual reports prepared by the State Devel oprent al

D sabilities Planning Councils. The response to the

Congr essi onal nmandate was overwhel mng. Every state and
territory submtted a report reflecting extensive policy and
program anal yses.

But, perhaps even nore significant were the personal and often
movi ng accounts of the quality of |ife enjoyed by people wth
devel oprmental disabilities and their famlies and opportunities
for independence, productivity and community integration not
yet available to everyone.

Thi s docunent presents a sunmary of those findings and contains
many of those personal stories. This report bears witness to

the changes taking place in our society. It reflects
acconpl i shments occurring in the field of devel opnent al
disabilities; identifies barriers still to be overcone; and

presents challenges for all of us to surnount. Expectations
for change are now high. W nust build on the nonmentum
establ i shed by conbining our efforts to respond to the
expectations of people with devel opnental disabilities and
their famlies.

| wish to express ny sincere appreciation to the many

i ndi vidual s and organi zations that dedicated thenselves to
making this effort a success. Let us begin this new era by
renoving the barriers that have prevented sonme Anericans from
realizing their full potential. In doing so, this country wll
I ndeed hold the sane promse for every individual.

/D”L,ézf 127D
Deborah L. MFadden
Conmm ssi oner
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Executive Summary

"We hold these Truths to be self-evident, that all Men
are created egual, that they are endowed by the Creator
with certain inalienable Rights, that among these are
Life, Liberty, and the Pursuit of Happiness—"

—The Declaration of Independence
in Congress, July 4,1776

People with developmental disabilities are, as have other groups before them, slowly beginning to realize
the American ideal of life, liberty, and the pursuit of happiness. As the United States progresses into the
twenty-first century we are a maturing nation that is continuing to apply the truths of our forebears to
new groups of people in our country. The summary that follows describes the movement of people with
developmental disabilities toward the goals of independence, productivity, and integration, as seen
through the reports recently prepared by the State Developmental Disabilities Planning Councils and
submitted to the Secretary of the Department of Health and Human Services by the governors of the
states and territories. The Executive Summary is about programs and changing priorities, but more than
that, it is a tribute to the people behind these new priorities and programs—federal and state and local
policymakers, service providers, families, friends and employers, and, most importantly, people with
developmental disabilities themselves.

The 1990 Summary Report to Congress and this Executive Summary represent the collective efforts of the
Administration on Developmental Disabilities, 55 Developmental Disabilities Planning Councils, several
University Affiliated Programs, national organizations, and many other individuals to respond to the
legislative requirements of the Developmental Disabilities Assistance and Bill of Rights Act, as amended
by P.L. 100 -146.

The term developmental disabilities applies to people with a mental or physical impairment that was
manifested before their twenty-second birthday, that is likely to continue for an indefinite length of time,
and results in "substantial” functional limitations in at least three areas of major life activity. Although
precise determinations of the size of the population of people with developmental disabilities are lacking,
estimates range from two million to about three million people, nationwide. Developmental disabilities
pose significant challenges for families and friends and especially for the individual with a developmental
disability. It isto respond to these challenges that the Administration on Developmental Disabilities and
its programs exist.



Requirements of P.L. 100-146

The Developmental Disabilities Assistance and Bill of Rights Act Amendments of 1987 (P.L. 100-146)
required each State Developmental Disahilities Planning Council to conduct a comprehensive review and
analysis of services for people with developmental disabilities as they affect their ability to achieve the
goals of independence, productivity, and integration into the community. It further required themto
survey people with developmental disabilities as to their satisfaction with these services. The Councils
were then to convene public forums to provide theresults of their analytic work and to obtain the
comments and recommendations of the public.

The Administration on Developmental Disabilities supported extensive assistance to Councils in their
responses to the requirements of P.L. 100-146, including broad-based technical assistance coordinated by
the National Association of Developmental Disabilities Councils. A key component was the design and
training in a common approach to the state consumer surveys, used by all but five of the Councils
nationwide, and guidance on approaches to the policy analysis. At the state level, Council effortsto
involve consumers included the direct input of over 15,000 individuals with developmental disabilities
whose responses to the state consumer surveys, participation in public forums, and work on Council
committees were essential to the development of the State Council reports. Consumer perspectives were
synthesized in the reports with the results of each Council's analysis of the state agency administered
programs that are supported by federal and state funds and which affect the lives of people with
developmental disabilities.

Section 122(f)(4) of the Developmental Disabilities Act Amendments (P.L. 100-146) required the Councils
to submit a report on theresults of these activities to their governors and legislatures by January 1,1990.
Fifty-five reports have been submitted to the Secretary of Health and Human Services by the governors of
the states and territories. This document is a summary of the fifty-three reports that were received in time
for inclusion in the national summary.

The approach to preparation of the Summary Report was a careful review of the reports submitted by the
governors of the states and territories. Findings from the State Planning Council reports were
summarized in relation to major "life areas': learning (education), working (employment and income),
housing, health, civil rights, and related supports to individuals, families and communities. Within each
area, the 1990 Summary Report looks at the goals for people with developmental disabilities defined in
the individual Council reports, as well as the descriptions of recent accomplishments at the state and
locd level. The reported perspectives of people with developmental disabilities and family members aso
have been used extensively in the preparation of the summary report. Altogether, over 3,100 statements
of issues and barriers and approximately 3,200 recommendations were reviewed in summarizing the
views of the Planning Councils of the states and territories. Supported by funds from the Administration
on Developmental Disabilities, a compilation of findings from the reports prepared by the National
Association of Developmental Disabilities Councils also was a major resource. A similar compilation of
state consumer surveys, prepared by the Temple University Developmental Disabilities
Center/University Affiliated Program for the National Association of Developmental Disabilities
Councils, was the source of information on the surveys of consumers.



The following graphic conventions to assist the reader are found throughout the executive summary:
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Goal/vision statements

Accomplishments

Quotes from consumers and family members

Recommendations directed primarily at the federal level
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The recommendations and analyses contained in this report reflect the experience and opinions of the
State Developmental Disabilities Planning councils and are not the officid position of the Administration
on Developmental Disabilities or the Secretary of Health and Human Services.

Goals for People with Developmental Disabilities

Federal Policy Goals

The Developmental Disabilities Assistance and Bill of Rights Act contains a clear vision statement for
people with developmental disabilities:

53552 The program goals for people with developmental disabilities contained in the Developmental
-;:a-"f-".'._: Disabilities Assistance and Bill of Rights Act are—

Yy a Yy

...to enable them to achieve their maximum potential through increased independence,
productivity, and integration into the community, and

...to protect the legal and human rights of persons with developmental disabilities.

Independence

33552 "The term ‘independence’ means the extent to which persons with developmental disabilities
“efrz  exert control and choice over their lives."



Productivity

q_.-:.'::.;; "The term 'productivity' means—

watEAsAA

) :f..,. "(A) engagement in income-producing work by a person with developmental disabilities
which is measured through improvements in income level, employment status, or job
advancement, or

"(B) engagement by a person with developmental disabilitiesin work which contributes to
a household or community."

Integration into the Community

"The term 'integration’ means—
"(A) the—

"(i) use by persons with developmental disabilities of the same community resources
that are used by and available to other citizens, and

"(ii) participation by persons with developmental disabilities in the same community
activities in which nondisabled citizens participate, together with regular contact with
nondisabled citizens, and

"(B) theresidence by personswith developmental disabilities in homes or in home-like settings
which are in proximity to community resources, together with regular contact with
nondisabled citizens in their communities.”

—Part A, Developmental Disabilities Assistance and Bill of Rights Act

Goals and Visions in the State Council Reports

Virtually all the State Planning Councils highlighted the federal policy goals of independence,
productivity, and community integration in their reports. In addition, most of the Councils identified
goals and visions for people with developmental disabilities in relation to the various life areas. The
following examples of goals and visions defined by the State Councils aso summarize the themes
identified in their reportsin each of the life areas.

Civil Rights

. » ** All people with developmental disabilities shall have the same rights as individuals
essst  without disabilities {Californiareport). <« Peoplewith disabilities should be entitled to
participate fully in every aspect of American life (Massachusetts report). «+ Peoplewith
developmental disabilities...have control over their services, thereby directing their own lives
(Guam report). eee Advocacy must be available and affordable for al citizens who seek to
secure and protect their rights (Florida report). « « « People with disabilities manage their own
affairs.... Very few have guardians or representative payees (Michigan report). eeePeopleare
protected from neglect and abuse...(Indiana report).



Education

i * ¢ A free and appropriate education should be available to all children in the state. ..and must
2% bebased on the presumption that each child is able to learn and devel op (New Mexico report),
**L** e« Education should be provided in the least restrictive, most integrated environment...
{Californiareport),  « » The primary goal of education for al people must beto prepare
individualsfor participatory, productive, and contributing rolesin society (Ohio report).

* o« Specia supports will be available to students with disabilities which are designed to meet
their educational needs, including individualized instruction, adaptive equipment, accessible
buildings, technological aids, and accessible transportation services (Texas report).

Employment and Income

Rl o ¢« Paid jobs in the community will be available to al persons with developmental disabilities
Swarst who want them (West Virginia report). « « « Both direct employment-related services (e.g.,

"‘i“ training, education, pre-vocational, communications skills, etc.) and support services (e.g.,
transportation, housing, personal care attendants, adaptive devices, etc.) must be readily
available (Massachusetts report). « « « Every person will be afforded the right to have achoicein
his or her employment and have adequate information, training, and experience to make an
informed choice (Ohio report). « ««All people, regardless of the severity of their disability, will
choose how to be productive, whether through employment, contributing to their household,
or contributing to their community (Hawaii report). « « « All people are entitled to an income that
fosters their highest level of personal independence, enables them to maintain a satisfactory
standard of living, and provides for emergencies and old age security (Indiana report).
* « « People with developmental disabilities should have access to income supports which are
flexible enough to meet individual needs and are complementary to supports for employment
and productivity (Georgiareport).

Health

33544y e Everyone has aright to comprehensive, affordable health services provided in areasonable
seiate  proximity to one's home.... Persons with disabilities will have the same range of health care
. :f"‘ choices as other citizensin their community have (Wiscondn report). « « « ‘Dueto prohibitively

high health care costs, health insurance is absolutely necessary for al people for protection from
financial burden (Californiareport). « « « An adequate health care system must provide
comprehensive services .. .(Georga report). « « « All persons (with and without disabilities) have
access to quality health care.... The quality of patient care is not dependent upon the insurer
(South Carolinareport). « « « The generic health care system should provide appropriate acute care
services as well as preventive care, diagnostic services, and early intervention to prevent health
problems before they become more difficult to treat (Louisiana report). e« In the future world
where people with disabilities of any kind are no longer discriminated against, providers of
mental health services will be willing and able to treat people with various, long-term disabilities

(New Jersey report).



Housing

ittt o e eTherewill be fewer and smaller segregated fecilities for people with devel opmental

wegess  disabilities {\West Virginia report). « « « Necessary support services will be provided to familiesto

"i"" alow them to maintain their children at home.... There will be alternative, home-like
residential settings provided for children who, for one reason or another, cannot live in the
natural home (California report). « « « Adults with developmental disabilities should bein a
home of their choosing, have control over the selection of housemates, and the home, whether
leased or owned, should bein their own name (Louisiana report). ¢ » « There should be a
sufficient supply of decent, affordable, and barrier-free housing so that people of al income
levels and disabilities have access to a home of their choice (Georgia report). ¢ e+The
[residential service] system guaranteesthat all g&ff are both competent and caring (Rhode Island
report). « » « A vision of housing for people with developmental disabilitiesincludesliving in
the same homes as those without disabilities, with supports to the individual and adaptations
to theliving environment as needed (Vermont report).

Supports to Individuals and Families

P * « « Thevision, then, for people with disabilities who require individual and family supports, is
Swzss  to provide whatever it takes to make their independence, integration, and productivity inside
**’ the parameters of society, and outside the institution, possible (Utah report). ¢ « « There will be

an independent case management system which enables people with disabilities to live
successfully in the community by assisting them in accessing different services across the life
span (Texas report). « « » Vision: al persons, including those with mobility impairments, are
entitled to the unlimited use of public transportation services which are accessible, affordable,
and appropriate (Massachusetts report). « » « A support system should be developed which is not
tied to facilities, and which includes supports which encourage the participation of
communities, neighbors, and informal organizations; and supports which are devel oped and
funded based on the needs of individuals (Tennesseereport).

Summary of State Consumer Surveys

Each Developmental Disabilities Planning Council conducted a survey of consumer satisfaction with
services they were currently receiving. In addition, Councils agreed to survey the status of consumers
(i.e, peoplewith developmental disabilities) in terms of the goals of independence, productivity, and
integration into the community and in terms of current life area status. The Administration on
Developmental Disahilities provided support for a national initiative to develop a common survey
instrument. Developed by the Temple University Developmental Disabilities Center / University
Affiliated Program (UAP) in consultation with State Councils and a scientific advisory panel, the resulting
instrument was used in al but five states.

Over 15,000 consumers participated in the surveys. Over 70 percent of the people in the state surveys
reported substantial functional limitations in more than three lifeareas. All surveys (except those with
very young children) involved the consumer directly; 25 percent of the adults surveyed had no assistance
at all in completing the face-to-face interviews, which often lasted two hours or more. In the aggregate,
the primary disability of people surveyed was: mental retardation (42 percent), physical disability (41
percent), sensory disability (10 percent), and emotional disability (6 percent).

These proportions and the summary of state consumer survey data presented in the Executive Summary
are based on the 13,075 interviews that were sufficiently complete in time to be included in the summary
analysis prepared by the Temple University Developmental disabilities Center / UAP for the National
Association of Developmental Disahilities Councils.



Summary of State Consumer Survey Findings on |ndependence,
Productivity, and Integration

The common survey instrument included several measures of people's current level of independence,
productivity, and community integration. One of the findings highlighted in many State Council reports
was that some of the people surveyed with limitations in five, six, and even seven functional areas were
reaching significant levels of independence. When people's independence was measured on a scale of 0
to 100, approximately one-fourth of the adults surveyed with seven functional limitations were at the
mid-point or higher in independence, asillustrated in the following figure. At the same time, the
summary of state consumer survey data aso showed that there were substantial numbers of people with
only three substantial limitations who were functioning at very low levels of independence.

Comparison of Independence Scale Dletributions for Adutte with Three and
Seven Functlonal Limitations

(Summary of State Consumer Surveys)

25%

B = Limications

7 Limitations

Independence Scale Intena!

Data from the summary of state consumer surveys aso indicated that some people with as many as seven
functiona limitations were engaged in productive activities on a regular basis and were well integrated
into their communities. Conversely, the summary dataindicated that many people with only three
functional imitations were at very low levels of productivity and community integration.

Other results from the summary of the state consumer surveys included the following:

. Independence and integration were reported to be important to 75 percent of those surveyed;
however, only 26 percent and 38 percent, respectively, saw themselves as independent and
integrated.

. People who lived in nursing homes and other institutions were less independent, productive, and

integrated than people who lived in community residences.

. People with developmental disabilities had less participation in community living activities and
were more apt to fed lonely than people without disabilities,



Summary of the State Consumer Survey Findings in the Life Areas

Civil Rights

The Council reports frequently presented consumer survey findings to illustrate concerns regarding the
full exercise of civil rights among people with developmental disabilities, asillustrated by the following
data from the summary of state consumer surveys:

e 28% of those over 18 years of age voted in the last
general election compared with 49% of the general
population.

*  39% of those surveyed indicated that they needed
legal or protective assistance, but only 27% indicated
that they were receiving assistance; therefore, 12% of
the population had an unmet need for legal
assistance.

e Less than one-fourth of the adults surveyed chose
where they were currently living.

Education

Data from the summary of state consumer surveys indicated that although nearly al children surveyed
received education, only 15 percent were receiving their education inintegrated classes at least part of the
day (i.e., inregular classes or in a combination of integrated classes and resource rooms). Over 40 percent
of the children surveyed received their education totally segregated from children without disabilities,
and the remainder were being educated in segregated classes in public schools. 73 percent of children
birth through age two and 83 percent of children three through age five received either early intervention

or preschool programs.

Percent Detribution of Educational Placements for Children Aged & - 21
(Summary of State Consumer Surveys)

10% -

0%
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Employment and Income

Some Councils compared the employment experiences of consumers surveyed with the earlier results of a
Harris poll of adults with disabilities. These data show that fewer adults with developmental disabilities
worked full time; but a larger percentage viewed themselves as able to work. They were much more
likely to be enrolled in a full time educational program, probably representing individuals who were in
"day habilitation" or pre-vocational programs as well as some young adults till enrolled in public
education. These comparisons are illustrated in the following figure from the summary of state consumer

surveys.

Comparigon of Employment Status for Selected Categories
(Summary of State Consumer Surveys)

M consumer Burvey

Harvis Foll

Full Time Work  Part Time Unakle to Full Tima Other
Work work Studant.

The hourly wage analysis of the summary of state consumer surveys data showed that those surveyed
who had wage earnings were considerably worse dff than the general population. A further analysis
suggested that the mgjor contributory factor was the sub-minimum wages paid in sheltered employment.

Hourly Wage Study of those People in the
Consumer Surveys Aged 16 and Over
Working Full or Part Time
(Summary of Staie Consumer Surveys)

25% made 49¢ per hour or less

50% made $1.28 per hour or less

75% madc minimum wage ($3.30) or less
96% made less than the 1987 US average
hourly wage of $9.

Hourly Pay

Mean $2.52
Median $1.25
Minimum $.01
Maximum $99.83




Of those surveyed three-fifths were receiving Supplemental Security Income. There was general
satisfaction with the programs operated by the Socia Security Administration, based on data from the

summary of state consumer surveys.

Satisfaction with Financial Assistance Programs
(Summary of State Consumer Surveys)

% Using and
Program % Receiving Dissatisfied
AFDC 10% 31%
SSI 59% 16%
SSD1 22% 14%

Housing

Throughout the reports, the term "housing" was used to refer to where people with devel opmental
disabilities live, including nursing homes and institutions as well as homes in regular neighborhoods.
The data from the summary of state consumer surveys indicated that most individuals with
developmental disabilities surveyed lived in family-size homes in the community, either independently,
with family members, or in family-style arrangements. Asillustrated in the following table, nearly one-
fourth of the adults surveyed lived in specialized facilities, nursing homes, and institutions, compared to
only five percent of children. About one in ten lived with 16 or more people in institutions or institution-

like settings.

Where People With Developmental
Disabilities Live
{Summary of State Consumer Surveys)
Type Children Adults
Home in community 95% 74%
Rooming house 0% 2%
Specialized facility 2% 12%
Nursing home 0% 3%
Institution 3% 9%
Total 100% 100%




Frequency Distribulon of the Survey Fopulatlon According to Household Size
{Sumary of State Consumer Surveys)

Alone 1 other perecn 2-5 c-15 16 and over

A related item on the need for community living assistance showed that 26 percent of all those surveyed
needed community living assistance, but only 9 percent were receiving it (for adults only, the figures
were approximately 40 percent and 14 percent, respectively); therefore less than one-third of the need for
community living support was being met.

Health

Many Councils included consumer survey findings in relation to health care needs. Health care services
were needed by a higher percentage of consumers than other services and supports. Although health
care needs were being met to some degree, there were serious deficits in the areas of dental services and
private insurance coverage, asillustrated in data from the summary of state consumer surveys.

Percent of Survey Population Needing Selected Health Care Services
(Summary of State Consumar Surveys)

%
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General Medlcat Dental Senvices Private Health Insurance

Servlces

Supportsto Individuals and Families

Most Councilsincluded state consumer survey findings in relation to supports. Asused in the State
Council reports, supports referred to activities and services that assist people with developmental
disabilities, or in some cases their family members, in making full use of their opportunities for



independence, productivity, and community integration. Supports focus on people's abilities and
accomplishments, rather than on their disabilities and dependence. Some of the supports noted in the
reports were communication devices, personal assistance, help with money management and community
living responsihilities, adaptations of homes and vehicles, and information and referral services.

The five most needed individual supportsin the summary of state consumer surveys are shown below.
Several Councils noted in their reports that next to communication and language support consumers saw
the need for a companion or friend-advocate. Although one-haf of the need for communication support
and physical and occupational therapy was being met, only a small fraction of the need for a friend-
advocate and self-help support was being met.

Percent of Population Needing Most Needed Individual Suppotts
(Summary of Stats Consumer Surveys)

Lnamet Need

W Wet Heed

Commumication Cornpanion Phyeicel Theragy  Occupationst Sedf-help
Friend Advocate Theragy Support Group

The greatest need for family or caregiver support identified in the consumer surveys was the need for
respite care—both in the home and outside the home. As shown in the following figure, this need was
being met for only a fraction of those in need. Families needed the support of others who have
experienced similar situations, as indicated by the third most needed family support: family support
groups. The large size of the unmet need across these five services suggested to many Councils a
systemic need to better meet the needs of caregivers. There was also a comparatively high need among
those surveyed for family counseling and training that was largely unmet.

Percent of Population Needing Most Needed Family Supporte
(Summary of State Consumer Surveys)

50%
4%
0% Unmet heed
20% ) B vt Need
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Transportation services ranked with the need for medical care as the most needed services of al those
contained in the consumer survey. Although two-thirds of the transportation needed to go to work and
to attend school and day activities was being met, there were much greater levels of unmet need for
transportation to and from appointments, errands, leisure activities, and other personal activities.

Percent of Fopulation Needing Most Needed Transportation Supports
(Summary of 5tate Consumer Surveys)

//% Cy—

M rict Need

To Work, School,  To Appointments, Leisure (waak Laisure [week
£5C. £5e. days) ends)

Theresults of these state surveys, collectively the largest survey of people with developmental disabilities
ever conducted, will continue to be examined for several years to come. Thereisa great deal more to be
learned from the data about specific age groups, about specific disability groups, and about quality of life
issues.

Statements of Consumers and Family Members

The State Planning Council reports contained hundreds of quotes from people with developmental
disabilities and their family members. Some reports featured "success stories'; a few examples of these
arc found in the section on accomplishments. Most, however, were used in the reports to illustrate
barriers being encountered, reflecting the emphasis on the identification of barriersin the requirements of
P.L. 100-146, Examplesfrom the reports follow.

General

Terry will have to move out of the state because there is a minimum wait of two years for head
trauma centers. Terry fals in between cracks of existing services." (Ohio parent)

There are no programs in the state of Oklahoma which address the needs of families who have a
child with autism. If we want our children to enter a school and be properly served, we must send
them out of state.” (Oklahoma parent)

After | graduate, | want to be the first mentally retarded astronaut. If | can't do that, I think I'll be a
professional skateboarder!” (Washington consumer)

.. .people with disabilities are not asking for things that other people don't have, but for the same
opportunities as all people have...." (Wisconsin consumer)



Life Areas

Civil Rights/Empower ment

| am afraid to advocate for mysdlf. When | am assertive | am told | am pushy." (Maine consumer)

Consumers assigned state guardianship haven't had any contact with their assigned
representatives. Those being serviced are not even aware of the name of the person assigned to
their case." (New Jersey advocate)

Section 504 of the Rehahilitation Act has never been enforced. | have not found any real effort to
follow through to make public buildings accessible.” (Texas consumer)

Education

Parents no longer have to fight to get in the school door, but they have to fight to get a quality
education." (Ohio parent)

The school system's position is that they'll not provide physical therapy or occupational therapy
because they are medically-related and not educationally-related.... | implore lawmakers to modify
the language [of the law] to prevent the districts from denying these services to students.”
(Michigan parent)

Onewish: to go to aregular school and participate in normal activities." (Wisconsin consumer)

Employment and Income

| work in a workshop and get paid very little money. | get $20 for two weeks of work. | don't think
that's right, do you?' (California consumer)

I want to work for the same reason other people want to work, which is to support myself and to
fed like part of theworld. Why isthat so hard for people to understand?' (Maine consumer)

Try living on $7,200 ayear or $600 a month. Deduct housing, food, clothing, transportation costs,
utility bills, heat, medical expenses not covered by Medicaid—like personal care attendants. Could
you liveon that?' (Michigan spouse)

Do you really think | like going to that summer camp for the disabled? I'm 40 yearsold! Hell, if |
had the money, I'd go to Hawaii like everyonedse" (Washington consumer)



Housing

| want to be out of the nursing home and into my own apartment. | have been on awaiting list for
sx years." (Wisconsin consumer)

Peoplewith disabilities can get all the independent living training in the world, but it's a total lossif
there's no housing for them to moveinto.” (Washington consumer)

Well, it seemsiif they have the money for group homes, why can't they have that for the child at
home where he's happy and not take him out of his home surroundings.” (Utah parent)

Ledie has lived every day of her lifein the community. She deserves to continue to live in the
community. | want here to have a choice about where shelives. She shouldn't have to go to an
ingtitution.” (Georgia parent)

Health
Casey iseight and is reaching the lifetime cap on hisinsurance." (Georgia parent)

My daughter's...medical bills are around $16,000 ayear. Thereis no way we can pay for her, and
the insurance company says that they won't cover her becauseit's a pre-existing condition. She
cannot get off Medicaid and so she can't go to work even if shewants to." (Utah parent)

Mental health services have not been adequate and have not met her needs.” (Ohio parent)

Individual and Family Supports

| shouldn't have to choose between having a wheelchair or a communication system.” (Georgia
consumer)

...l wish I could just meet friends and go to McDonalds and a movie and not have to ask my family
to takeme." (Michigan consumer)

I have not been out with my husband in ten years. | need respite care on a weekly basis or the
family will fdl apart." (Maine parent)

How can a case manager develop good plans and follow through with a caseload of 1307
(Minnesota parent)

| ran up a $300 phone bill one month just to find out my child isn't entitled to anything." (New
Hampshire parent)



State Council Reports: Accomplishments and
Opportunities

Many State Developmental Disabilities Planning Councils highlighted recent accomplishments that have
improved the opportunities of people with developmental disabilities to reach greater independence,
productivity, and community integration. Because some reports did not feature such initiatives, many
more examples of accomplishments may be identified in the future. The descriptions of accomplishments
were used by the State Councils to demonstrate that the vision of independence, productivity, and
integration is today a reality for some people with developmental disabilities.

Federal Initiatives

Important federal initiatives were mentioned by the Planning Councils in a variety of areas:

Civil Rights

* Various federal statutes prohibit discrimination based on disabling conditions. The Rehabilitation
Act of 1973 (P.L. 93-112 as amended) includes Section 504, the first civil rights legislation to
guarantee an equal opportunity for people with disabilities. The Civil Rights of Institutionalized
Persons Act (CRIPA) passed in 1980 (P.L. 96-247) empowers the Department of Justice to initiate
action to protect the constitutional and federa rights of peoplein institutions. The Fair Housing
Act Amendments (FHAA) of 1988 (P.L. 100-430) address discrimination against people with
disabilitiesin private as well as public housing and rental accommodations.

* TheVoting Rights Act of 1965 provides the right to choose a voter assistant. The Voting
Accessibility for the Elderly and Handicapped Act (P.L. 98-435) encourages participation and
promotes integration by enabling people with disabilities to access polling places.

* The Protection and Advocacy (P&A) program was established by the Developmental Disabilities
Assistance and Bill of Rights Act of 1975 (P.L. 94-103) to pursue legal, administrative and other
appropriate remedies to protect the rights of individuals with developmental disabilities under
federal and state statutes.

Education

The language of the Act makes it clear that a'zero rgect’ policy is at the core of the Act [P.L. 94-142]
and that no child.. .is to ever again be subjected to the deplorable state of affairs which existed at the
time of the Act's passage, in which millions of handicapped children received inadequate education
ornoneat al." (875 F. 2nd, 954, 1¢ Circuit, 1989). (U.S. First Circuit Court of Appeals)



Employment and Income

* Several Councils commended the federal Rehabilitation Service Administration for its systems
change grants, which were seen asimportant in the progress toward the goal of productivity in
their state.

Housing

W Teresashares her home with two friends and receives traini ng, case management and other support
services from gaff of the regional [state facility]. She reported that her present homeis one of the
best places she's ever lived. "It's big, for onething. We've got our own washer and dryer. We don't
haveto go out to thelaundromat. HUD pays for part of the rent and we pay for the rest of it. If it
weren't for HUD, we wouldn't be able to live here." (West Virginia report)

Supports

*’ Although the majority of Councils were concerned about the need for Medicaid reforms, some
identified the Home and Community Based Services waivers as a significant step in the right
direction in providing access to individual and family supports.

State and Local Initiatives

Many State Council reports highlighted recent Council and state government actions that have promoted
increased independence, productivity, and community integration of people with developmental
disahilities. State programs and initiatives in education were frequently cited in the reports, such as the
use of "mainstreaming specialists’ and Minnesota's mentor/friendship program in the schools. Other
Councils pointed out innovative transition programs. Severa reports featured the involvement of the
private sector in the employment of people with developmental disabilities, including major employers
such as McDonalds, Boeing, IBM, and the Marriott Corporation, as well as smaller employers at the local
level.

A few State Councils highlighted initiatives in the health area, such as rural outreach programs and
services through the children with Special Health Care Needs Program. Some reports cited beginning
efforts to address barriers to private health insurance coverage. In housing, many of the reports described
state initiatives to reduce the use of their large public institutions, especially for children with
developmental disabilities. Stateand loca supported living initiatives also were featured.

Many Councils described initiatives in supporting individuals and families, such as the provision of
personal care attendant services, assistive technological aids and devices, parent-to-parent networks, and
family cash assistance programs. Councils mentioned the importance of information and coordination
and a few examples of model information and referral and case management programs were featured.

Many accomplishments were featured in the State Council reports that have minimal government
involvement. These efforts of the private sector, private citizens, and loca communities to support
people with developmental disabilitiesin communities were seen by State Planning Councils as some of
the best opportunities for them to achieve the goals of maximum independence, productivity, and
integration into the community.



Civil Rights

Severa states have enacted legislation patterned after the Rehabilitation Act. These laws prohibit
discrimination in programs or activities conducted by or funded through state funds.

Individuals in many states have become active in the self-advocacy movement (e.g., People First),
providing a major forum for people with disabilities to problem solve, vent common frustrations
and coalesce around major life issues of critical importance such as housing, employment,
transportation, societal perceptions and portrayals of people with disabilities.

Many states discussed their quality assurance activitiesin regard to protecting people from harm.
In Utah, for example, a volunteer monitoring committee has been established, where volunteers are
trained to monitor residential facilities, both congregate and community based. Homes are visited
three times; once announced, twice unannounced.

Education

In New Hampshire several school districts have developed a new role for special education
teachers called "Mainstreaming Specidist,” "Integration Specialist,” or "Consulting Teacher." These
individuals act as "consultants, team-teachers, service-coordinators, and in other flexible roles to
support the inclusion of students with disabilities in regular educational environments." (New
Hampshire report)

Cdlifornia has a seven year old "WorkAbility" project that has served more than 43,000 students.
This project represents the cooperative efforts of the state departments of education, rehabilitation,
and employment development to provide assessment, employment preparation and training,
community work experience, and support services. In recent years the project has been extended to
the community college level. (Cdiforniareport)

Employment and Income

The Job Accommodation Network was cited by several reports as the kind of private sector
initiative that made the work place accessible. This network is totally managed and operated by
employers who provide technical assistance to other employers. Their advice is based upon
approaches to accommodating the work place that have been used successfully by businesses.

In October of 1987, the Governor of Colorado signed an executive order promoting state agency
employment of persons with disabilities. From November 1987 until April of 1989, 78 of the 142
people with disabilities hired by the state were hired under the provisions of the executive order.
(Colorado report)

"The most tangible benefit is that they build quality products just like everybody else does." (Dave
Jay, Director of Production, Physio-Control, a firm manufacturing bio-medical equipment that has
hired 15 workers with disabilities—quoted in the Washington report)
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Housing

At the beginning of October 1989, the population of [the state institution] was 95 residents. The
population has steadily declined for more than a decade as admissions have ceased and efforts to
achieve community placements have been a top priority within the Division of Mental Health and
Developmental Services. During the past two years the population has declined by about 30
residents per year and the number of community placements has consistently exceeded projections.

(New Hampshire report)

In a recent deinstitutionalization effort, an employee of the Utah State Training School chose to
become a private provider for three women who had resided in the training school for 17,23, and
31 yearsrespectively. Asaprivate provider, she took these women she had worked with in the
institution and helped them integrate into acommunity setting. Early on she observed that Mary
had almost never spoken in the ten years she had known her, but since "coming home" (Mary's
description) she has become a regular "chatter box." The provider assumed while at the training
school that these women must have dressed uncaringly because of the severity of their disabilities.
But in the community each of the women had very definite ideas about how she wanted to dress:
one loved purple and lace, another chose levis and sweaters, and another sports clothes like
"sweats." She said, "l would like to take credit for teaching them al of the new things they're doing,
but | can't. | really haven't done anything but give them a chance...they just haven't had a chance

before." (Utah Report)

| lived at Dixon Developmental Center for 28 years...now | have moved to my own apartment.... |
signed my own lease, pay my own bills, and for the first time | can stay home without gaff. Thisis
the best place | have lived so far. | like my roommates, and thisisour place." (lllinois consumer)

Health

Outreach to rural areas was featured in the Utah report, which described the "travel clinics’ of the
state's Handicapped Children's Services and Maternal and Child Health (MCH) programs. The
MCH outreach includes the expertise of its high risk pregnancy program. The report noted that the
outreach philosophy reflected in these activities is found throughout the programs administered by

the state public health agency. (Utah report)

Loyola School of Dentistry's Division of Preventive Dentistry and Community Health has madea
commitment to working with their dental students so that they have a wide variety of experiences
with people with disabilities during their educational training. (lllinois report)

The Wisconsin Department of Health and Socia Services and the Department of Public Instruction
have entered into a cooperative agreement with a pilot county in an effort to address several critical
issues for children with emotional disturbances. The Robert Wood Johnson Foundation is
providing Wisconsin with a one-year grant of $100,000 to support the development of a
coordinated array of community treatment and support programs for youth with serious emotional



disabilities. This effort is indicative of a relatively new kind of cooperative activity between the
public and private sectors. (Wisconsin report)

Individual and Family Supports

‘*’ The Pennsylvania Attendant Care program utilizes a combination of state funds and the federal
Social Services Block Grant, as well as consumer payments on asliding scale. The programis
available across the state and is currently reaching 1,013 adults with physical disabilities with an
average of 40 hours per person per week. A key aspect of the program is its emphasis on consumer
control. (Pennsylvania report)

W InArkansas two pilot family cash assistance programs were initiated in 1988. The pilots are funded
through [the state developmental disabilities service agency], with a current funding level of
$206,000 for about 40 families; about 77 families arc on awaiting list. Cash may be used to
purchase nearly any good or service that is deemed relevant to the family's circumstances and that
is not obtainable from other funding sources. (Arkansas report)

* The significance of supports to communities in relation to goals for people with developmental
disabilities was recognized in many of the state reports. Some highlighted activities designed to
involve community members directly in the lives of their fellow citizens with disabilities. For
example, the Colorado report described a project funded by the state Developmental Disabilities
Council in 1989 to develop "Circles of Friends" in five communities in the state. Asdescribed inthe
report, the purpose of these programs is to organize communities in ways that connect people with
developmental disabilities with other community members, foster long-term relationships, and
devel op assistance to consumers in their self-advocacy and full participation in community life. 1t
is hoped that these interactions aso will promote changes in public attitudes toward people with
developmental disabilities. (Colorado report)

State Council Reports: Critical Issues and Barriers

There were service and support areas around which there was State Developmental Disabilities Planning
Council consensus, such as the need for individual and family supports, for supported employment, and
for community living alternatives. Although there were common issues raised by the State Councils
based upon a shared understanding and commitment to the goals of independence, productivity, and
integration into the community, therewere also magjor differences. In large part the differences seemed to
reflect differences among the states in the evolution of their community service systems. For example, a
few states were reported to have virtually completed the deinstitutionalization process while others have
barely begun. Some states have extensive case management programs and arc primarily concerned about
quality, while a few states have no case management programs and are concerned about their availability.

Several issues raised by the State Planning Councils can be generalized as fundamental or "cross-cutting"
in that they cut across life areas and program areas. They can be summarized as follows:

People with developmental disabilities too often lack the basics of American life: a
good job, good and caring friends and family, and a home (as opposed to aresidence
or "placement™).



. Services and supportstoo often fail to promote the goals of independence,
productivity, and integration into the community for people with developmental

disabilities.

. Programs and services too often are inflexible, forcing people with developmental
disabilities to conform to the programs and servicesregardless of individual needs and
preferences.

. Diagnostic labels, age, cultural background, and severity of disability too often are
used to" pigeon-hol€" peoplewith disabilities.

. Funding too often is allocated to programs and servicesrather than individuals.

. Peoplewith developmental disabilities too often are discriminated against and their

rights as human beings are abridged*

. People with developmental disabilities, their family, and friends often lack the
information to make informed choices.

Theissues surrounding the realization of the visionsand goals that the State Councils put forward for
people with developmental disabilities fdl primarily into only a few categories. The State Council reports
provided detailed descriptions of the unmet needs of people with developmental disabilities generally in
terms of the availability of particular supports, services, or programs. In some cases, services were
unavailable because of digibility barriers.

Occasionally, Councils reported that services were available, but that they were not accessible to people
with developmental disabilities because of barriers such as physical inaccessibility, discriminatory
practices, high costs, the lack of financial resources by the person with a developmental disability, and
lack of information or outreach.

State Councils pointed out many situations wherein services or programs had a focus that did not meet
the goals of independence, productivity, and integration for people with developmental disabilities.
Major issues also were expressed about the quality of services.

Thelast mgjor type of issue had to do with consumer control. Many State Councils felt that people with
developmental disabilities frequently did not have enough control over their lives and the services that
were important to them.

Availability

In each of thelifeareas Councils reported that there were significant gaps in services. Generally, these
were of two types. The first gap had to do with the fact that particular services, supports, or programs
did not exist, therewere not enough services or programs, or there was a lack of service or support
options. One indicator of insufficient services noted by many Councils was the presence of a waiting list.
The second kind of gap had to do with population exclusion. Throughout the state reports, there were
examples of people with developmental disabilities who were excluded from service because their
particular disability did not fit into a particular eligibility category. This was true across al the life areas,
particularly for those services operated by state agencies designated to serve people with mental
retardation; however, it was also found by some Councils that people who were technically qualified to
receive services were turned away or put on waiting lists.

Severa barriers that limited availability of services and supports were mentioned by the State Councils.
Restricted availability of service was generally traced to alack of resourceswithin state or federa
programs. Although a lack of financial resources was most commonly mentioned, there were also serious
concerns raised by a majority of Councils regarding the lack of human resources, in the form of adequate



numbers of trained people to provide services. Severa State Councils mentioned the barrier of ignorance
and public attitudes about the needs and capabilities of people with developmental disabilities on the
part of the general public, elected and appointed government officials, service providers, and even people
with developmental disabilities, their families and friends. Other barriers mentioned were thelack of
strong state and federal leadership, weak information systems, and the barriers of geography (e.g., rural
areas). At another level some State Councils saw the weakness of their state economy as a barrier to
developing the fisca resources needed.

The specific gaps in services reported by the State Councils varied from state to state; the most common
availability issues werein relation to individual and family supports, "rea jobs for real pay," socia and
recreational opportunities, and homes in the community. The following list illustrates the primary
programs, services, and supports identified in the State Council reports as insufficiently available. It
should be remembered that these were not issues in every state and that the nature of the availability
"problem" was unique to each state.

* Supports and incentives for private
Civil Rights employers :

¢ Affordable legal services Health
ea
* Guardianship
e Community mental health services—

* Protection and advocacy services counseling and long-term support
A s Comprehensive health insurance
Education coverage—Medicare, Medicaid, private
» Adultand post-secondary education » Eligibility for health insurance-—private,

some Medicaid and Medicare
»  Assistance/supports to personnel and

non-disabled students to support full » Providers who accept Medicaid
integration
+ Infants, toddler, preschool education Housi.ng :
and early intervention; Head Start— :
especially for children with severe + Affordable housing units
disabilities
»  Community living alternatives and
* Related services and supports support services
¢ Vocational education » Home based scrvices for children with
high medical needs
Employment and Income |

Individual and Family Supports
¢ Employment supports—especially long-

term; job accommodations, technology s Family supports to maintain
in the workplace houschold—especially respite care

s  Fair wages; fringe benefits; real job o Individual supports: occupational,
opportunities, opportunities for physical, speech and language therapies;
advancement personal assistance services; technology

—adaptive equipment, assistive devices
* Income subsidies—lack of informalion
and outreach on work incentive + Information and referral

programs



* Integrated programs for older + Recreation and leisure time supports,
individuals with developmental integrated activities
disabilitics
» Transportation—especially in rural areas

Accessibility

Many Councils reported that people with developmental disabilities were unable to have their needs met
because, even when services and supports were available, they were inaccessible. Although the reasonin
many caseswas alack of resources to serveal who needed the service (availability, see above), some
services were physically inaccessible. Again, some barriers were geographic, but more often they had to
do with the lack of supports and assistive devices. Other barriers identified by Councils were ignorance
or attitude. Opportunities to participate in services and other communities were also thwarted by
isolation and segregation, often associated with people living in institutions and nursing homes. Another
barrier to accessing programs, services, and supports mentioned frequently in the reports was that
consumers and family members were unaware of services. Aswith availability, lack of commitment and
leadership was also reported to be a barrier in some states. |ssues of accessibility included:

Civil Rights Housing
¢ Discrimination on the basis of disability * Affordable housing that is also
: accessible
« Enforecement of accessibility rights and
protections; voling assistance, polling ¢ Community living and participation
place accessibility

Individual and Family Supports
Education
» Accessible transportation especially for

* Fully integrated educational services—
all ages, including adult and post-
secondary education

people with physical disabilities;
transportation for people in more rural
areas

¢ Interpreters and TDD systems
Employment and Income

¢ Job opportunities for people who
require extensive supports or
accommodations in the workplace

Focus

The State Councils frequently took issue with the focus or direction of programs and services. As
required by F.L. 100-146, the Councils were to analyze programs in terms of how well they were directed
to the goals of independence, productivity, and integration into the community for people with
developmental disabilities; therefore, the reports raised many issues regarding the effectiveness of
programs and services to achieve these outcomes.

State Councils found many programs and services lacking in relation to the attainment of these goals.
The major reasons or barriers cited in the reports included: program missions or goals out of line with the
promotion of independence, productivity, and community integration; legislative restrictions; alack of or

Executive Summary



misdirected |eadership by policymakers regarding the capabilities of people with developmental
disabilities; low expectations regarding the capabilities of people with developmental disabilities; and
other or vested interests incompatible with those of the consumers. Programs that were mentioned by
State Councils as "missing the mark™ inrelation to independence, productivity, and community
integration included:

Civil Rights *  Vocational rehabilitation—not focused
on employment / job placement; long-
=  Guardianship—used inappropriately; term support guarantee requirement

too resirictive

: Housing

Education

* General funding bias toward congregate
housing and economies of scale in the
provision of housing support

¢ OSegregated education programs

¢ Special education—not career and life

goal focused ~* Inappropriate nursing home placements

Transition to employment, adult
services——poor coordination

Medicaid Intermediate Care
Facility /MR facilities—too restrictive,

not "home-like," segregated

Employment and Income
Health
¢ Income assistance and subsidy
programs—contain disincentives to * Restrictions on Medicaid and other
employment; too low to promote insurance programs—payment for
independence supports, therapies

¢ Medicaid—disincentives to
- employment; weak coverage of Individual and Family Supports
employment-related supports
* Restrictions on how supports can be

used
» Segregated/sheltered rather than

integrated/supported employment ¢ Scgregated recreation and leisure
_ opportunities

Quality

Even when services were available and properly focused, there was yet another set of issues raised by the
State Councils: services were of unsatisfactory quality; they did not achieve the results that were desired.
Councils aso identified some programs that failed to meet the over-arching expectation that programs
and services should meet the individual needs of people with developmental disabilities. In some cases
Councils related poor quality to poorly trained and motivated staff. Councils identified personnel issues
across the life areas, including early and school-age education, supported employment, health care,
residential services, case management, personal assistance, and transportation. In others the reports
identified weaknesses in quality assurance procedures. Some Councils saw a lack of accountability for
services and programs provided with public funds, including lack of information or data on how service
participants were doing. Other barriers identified by Councils included the lack of fisca and human
resources. Inaddition to personnel issues, quality concerns were raised in the following areas:



Civil Rights ' Housing

* Monitoring of guardianship programs s Institutions, congregate living programs,
nursing homes—lack of individualized
programs

Education
*  Quality assurance programs—

* High dropout rates weaknesses in monitoring; not based on
independence, productivity, and

* Special education individual planning integration; compliance in institutions

process - insufficient attention to resulting in less resources for
individual needs community living arrangements
Employment and Income Individual and Family Supports

* Income supports—demeaning + Case management programs—caseloads

application process too high, conflicts of interest

Transportation programs—poor scrvice

Consumer Control

Nearly all State Councils raised the issue of consumers' lack of control or independencein making
decisions about their programs, services, and supports, and, most importantly, about their futures. For
children, Councils raised the issue of family control and empowerment. The lack of consumer control
was seen by the State Planning Councils as having a deleterious effect on the overall quality of life for
people with developmental disabilities. The reports pointed out several areas where consumer influence
and control were lacking, including the planning and monitoring of services, supports, and programs as
well as the choice among services. Many barriers to increased consumer control and choices were
identified by the Councils. Low expectations for people with developmental disabilities on the part of
some policymakers and family members was seen as a key barrier that was shared with many providers.
A related barrier was professionals' fears of losing control over services. Severd reports also noted that
consumers often lacked the information and skills to control services and other key eventsin their lives.
Areas where alack of consumer control was reported by Councils included:

Civil Rights ‘Education
¢ Options for limited guardianships » Educational programs and services—

participation in individual education
*  Oversight of civil and legal rights plans



¢ Planning, monitering
Employment and Income

« Employment opportunities/career Individual and Family Supports
choices
» Personal assistance services

Hnusing ¢+ Planning and monitoring—individual
and family supports; transportation
* Housing and living situation—type,
_ location, furnishings, housemates

State Council Reports: People who are Unserved or
Underserved

The State Planning Councils were required by P.L. 100-146 to identify people with developmental
disabilities who are currently unserved or underserved in the state or territory. Although every Council
report identified at least one population subgroup as unserved or underserved, it should be noted that the
onegroup named in all reports was people with developmental disabilitiesin general. Others identified,
in descending order of frequency, were as follows:

. Individuals with severe, multiple or very challenging disabilities

. People with physical disabilities, such as cerebral palsy, head injury, epilepsy

. People with mental health needs, including people with a dual diagnosis of mental illness and
another developmental disability

. Individuals with mental retardation or other cognitive limitations

. People with sensory disabilities

. People with low incidence disabilities

. People with autism

Others found by Councils to be unserved or underserved included residents of rural areas, people with
low incomes, members of racial or ethnic minority groups, young adults who "age out" of the public
school system, and older individuals with developmental disabilities.

Councils identified many areas of services and supports where people with developmental disabilities
were unserved or underserved, as noted in the summary of State Council report findings on critical issues
and barriers. In addition, several Councils identified some people with developmental disabilities as
being inappropriately served in relation to the promotion of independence, productivity and community
integration. The groups identified as inappropriately served were primarily those in segregated settings,
including institutional living arrangements, sheltered workshops, and segregated |earning environments.



State Council Reports: Recommendations

The recommendations found in the State Council reports paralleled closely their findings on critical issues
and barriers. The primary recommendation regarding insufficient availability of programs, services and
supports was that they be made more available and more accessible. Similarly, Councils recommended
a change in focus of programs and services that were limiting people's opportunities for independence,
productivity, and community integration; an improvement in quality and in quality assurance
mechanisms; and initiatives to empower consumers and give them more choice and control over their
lives. Although there were many recommendations to increase program scope or to add services in some
areas, the one common exception was in relation to large congregate facilities, which were recommended
for reduction in utilization by virtually every Council. Overall, recommendations tended to be "action
oriented"; although found in some reports, there were relatively few recommendations that were limited

to "further study" of the issues.

The following represents a synopsis of the mgjor recommendations from the Developmental Disabilities
Planning Councils of the 55 states and territories. Those recommendations that were directed primarily at

the federal level are preceded by a miniature map of the country: '

Availability/Accessibility

The State Council reports called for increased availability of servicesin order to serve additional people
with developmental disabilities, expand services to those already receiving them, and expand the service
options available. The expansion or redirection of resources was the strategy most frequently
recommended by Councils to increase availability and access. Some Councils recommended the removal
of eligibility barriers, including some based on income as well as some on type or severity of disability.
Legidation, public education, and education of policymakers were seen by some Councils as waysto
counteract some aspects of discrimination.

A strong recommendation was made in 19 reports that the Americans With Disabilities Act be passed
and signed into law. The states saw this as a mgjor civil rights initiative that was necessary for people
with developmental disabilitiesin their states. There were also recommendations that state civil rights,
guardianship, and accessbility statutes be brought into line with federal policy.

Theprograms and services listed below summarize the various recommendations made by Councils in
relation to increased access and availability for people with developmental disabilities. The basic
recommendation in the reports for each of these was that they be made more available and/or that access
to them be improved for people with developmental disabilities. Aswith the summary of critical issues
and barriers, it should be noted that the specific recommendations made by the State Council reports
varied regarding their focus and the strategies that were considered appropriate within the individual
context of the state or territory.

Civil Rights
‘ Enact Americans With Disabilities Act.

Education

‘ Education of the Handicapped Act (P.L.
94-142)—require full coverage of ages 0

* Enact and enforce state protections. through 21; increase federal support

* Guardianship—increase availability of

appropriate options * Educational placement options, related

services, vocational education, post-
secondary, and adult education



Integrated early childhood education

Transitional services—between pre-
school and elementary school and
between high school and employment;
adult services

Employment and Income

Employment supports—more resources
/less restrictions for long-term supports

Employment supports—inore resources,
increased access for people with
physical disabilities, severe disabilities;
employer training, technical assistance

Improve Supplemental Security Income
eligibility determination for children
with developmental disabilities.

State supplemental payment
programs—create, expand eligibility.

Health

Maternal and Child Health block
grant—consider requiring minimum
portion to be used for the Children with
Special Health Care Needs program.

Medicaid—expand eligibility at the state
level; reduce disincentives for provider
participation.

‘ Medicare—expand eligibility to people
during the first two years of Social
Security Disability Insurance benefits.

Private health insurance—consider
increased federal regulation.

* Private health insurance—expand
regulation, access through state actions.

Housing

¢ Community housing options;
community living supports

Low income housing that also is
accessible

Individual and Family Support

¢ Family supports

* Federally funded aging programs—
increased access for pecple with

developmental disabilities

* Individual supports—technology,
personal assistance, transportation

» Information and referral programs

* Informal supports ("circles of friends");
recreation

The State Councils recommended changing the focus of a wide range of federal and state programs to
better serve people with developmental disabilities in achieving the goals of independence, productivity,
and integration into the community. These changes were recommended across all the life arcas. Two
areas that were seen as most critical by Councils were housing and employment.

Civil Rights

Guardianship—use less restrictive
oplions

Involve consumers in planning,

policymaking, and oversight

Promote self advocacy

Executive Summary

Education

“ Education of All Handicapped Act—to

promate full social and educational
integration of all students; consider
mandating individual transition plans;
increase federal funding



s Educational transition and life planning

* Special education curriculum and
placement options

Employment and Income

s Adult vocational service system—focus
on private sector employment for people
with severe and persistent disabilities;
access to fair wages and employec
benefits

‘ Expand Medicaid coverage of supports
to employment.

‘ Federal work incentives—expanded
access and scope of programs

‘ Rehabilitation Services Act—expand
supported employment provisions.

951, SSDI, AFDC benefit levels—increase
to promote independence.

Health

Medicaid—remove bias toward services
provided in hospiltals, institutions.

Housing

* Redircct resources from large
congregate facilities to community
living, supported housing models.

s Tromote opportunities for home
ownership, bolding lease in own name.

Individual and Family Supports

‘ Reform Medicaid in ways that expand

the use of Medicaid for suppoerts to
individuals; refocus on individuals
rather than facilities.

Quality

State Council reports contained many recommendations to improve the quality of services and supports.
Often these had to do with improved quality assurance efforts on the part of government and providers,
such as increased public accountability. In other cases improvement in quality had to do with making
greater and better investments in the people who provide services and supports, including ongoing
opportunities for in-service training and consultation. Some Council recommendations focused on the
need for moreindividualized services. The following areas summarize the State Council
recommendations for improved quality of programs and services:

Civil Rights

‘ Enforcement of existing civil rights
statutes

‘ Federal, state, and local program
monitoring activities,

» Stale civil rights law enforcement

Education

« Life and transitional planning and
curricula in education

Exccutive Summary

e Dost-education tracking to ensure that
services were effective

» Special education and related services —
personnel preparation

»  Vocational education—involve business
community,

Employment and Income

» Individual vocational plans

* Vocational services organizations—
personnel preparation



* Training, technical assistance, and
support to employers

Health

o  Health care provider education and

training in serving people with
developmental disabilities

Housing

e Community living programs—

personnel training and qualifications,

program monitoring

Consider federal board and care
standards.

Mect institution quality standards,
nursing home reform requirements
without taking resources away from
community programs.

Individual and Family Supports

Case management—independent of
providers, service system; personnel
preparation, reduced caseloads

Individual supports—personnel

preparation

Transportation—personnel preparation,
TeSPONSiveness

Consumer Control

Increased consumer control over services, supports, and individual choices, as well as family
empowerment in relation to children with developmental disabilities was recommended by nearly all of
the State Councils. By and large, the Council reports recognized this requirement if the goals of
independence, productivity, and integration into the community were ever to become areality. Cutting
across the areas listed below were State Council recommendations that people with devel opmental
disabilities be active participants on the boards, commissions, and committees that plan and monitor the

programs that affect them.

Civil Rights
» (ivil and other legal rights
» Life planning and major program
decisions
Education

* Educational decision making

Employment and Income

s Career choices

Health
Health and medical carc choices
Housing

Community living choices

Individual and Community Support

Family supports and services

Individual supports and services



Cross-cutting Principles

The specific recommendations of the State Planning Councils reflected the differences among service
systems and state priorities. At the same time, nearly al of the reports contained statements of principles
that were the overarching themes for the Councils recommendations. There was great consistency
among the State Councils in the principles and cross-cutting recommendations that were articul ated.
These may be summarized as follows:

. Services and supports must focus on the goals of independence, productivity,
and integration into the community for people with developmental
disabilities.

. People with developmental disabilities need to be supported to be as
independent, productive, and integrated as possible; they should not simply

be "served."

. Programs must be made flexible to meet individual needs; they should not be
based on diagnostic labels.

. People should not be excluded from programs and services that meet their
needs because of a particular diagnostic label or because of a particular
disability.

. Funding should follow the individual with a developmental disability.

. The rights and responsibilities of people with developmental disabilities must

be scrupulously fostered and adhered to. They should not be discriminated
against on the basis of their disability.

. A strong information system must be maintained on the status of people with
developmental disabilities.



State Council Recommendations for State Agency Responsibility

Under the requirements of P.L. 100-146, one aspect of State Councils' reviews of state agency
administered programs was an assessment of barriers to services in relation to the assignment of
responsibilities among state agencies. The majority of Councils concluded that some of the barriers to
people who are unserved or underserved were related to the assignment of responsibilities among state
agencies. Findings were mixed between absence of state agency responsibility for particular populations
(e.g., no agency with specific responsibility for people with physical disabilities) and use by state agencies
of a categorica (e.g., presence of mental retardation) rather than afunctional definition of eligibility, such
as the federa definition of developmental disabilities.

Virtually al State Council reports included several recommendations regarding the assignment of state
agency responsibilities to improve access to services. These recommendations varied from general
assignments of responsibility to designations of specific authority for individual services or populations.
The population group mentioned most frequently in these recommendations was people with
developmental disabilities other than mental retardation. Others noted in the reports were people with
dual diagnosis of mental illness and other developmental disabilities, people with multiple disabilities or
severe health care needs, people with head injuries, and people in various age groups. There were also
many Council recommendations for state agency responsibilities in relation to people with devel opmental
disabilitiesin general. About one-third of the Councils recommended that decisions on specific
assignments of responsibility for the full range of people meeting the federa definition of developmental
disabilities be deferred until a more thorough review of the findings of their reports could be made.

From a different perspective, State Councils indicated that many services needed were not necessarily
disability specific. For example, a housing agency might serve people of different disabilities, incomes,
and ages. Looking at the state in this way Minnesota recommended, "...that each existing agency work to
ensure the needs of al people who are unserved and underserved are met. Thereis no single agency that
can accomplish this mission alone."

The Developmental Disability Planning Councils of the states and territories have presented impressive
descriptions of the progress some people with developmental disabilities have made toward the goals of
independence, productivity and full community integration. At the same time, the Council reports
indicated that these goals have not yet been realized for many other individuals with developmental
disabilities, and that there are many barriers to their opportunities for independence, productivity and
integration.

The State Council reports contain a wealth of recommendations on ways to reduce these barriers,
including Council implementation plans and specific strategies to improve the effectiveness of programs
and policies; related strategics can be found in the State Developmental Disability Two-Year Plans
recently submitted by the Councils to the Administration on Developmental Disabilities. Collectively, the
1990 reports prepared by the State Planning Councils provide the basis for creating new opportunities for
people with developmental disabilities. The information from these reports will serve as a major resource
a al levels in thereview of current programs and policies and in the development of new initiatives to
promote full citizenship for people with developmental disabilities.
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We hold these Truths to be self-evident,
that all Men are created equal, that they
are endowed by the Creator with certain
inalienable Rights, that among these are
Life, Liberty, and the Pursuit of Happi-
ness—"
—The Declaration of Independence
in Congress, July 4, 1776

Scction 122(f) of the Developmental Disabilities As-
sistance and Bill of Rights Act Amendments of 1987
(P.L. 100-146) required each State and Territorial
Developmental Disabilities Planning Council to
conduct a comprehensive review and analysis of
state agency administered services supported by
state and federal funds for people with developmen-
tal disabilities as they affect their ability to achieve
the goals of independence, productivity, and inte-
gration into the community. It further required
them to survey people with developmental disabili-
ties as to their satisfaction with these services. The
Councils were then to convene public forums to pro-
vide the results of their analytic work and to obtain
the comments and recommendations of the public.

The amendments also required the State Councils to
submit a report on the results of these activities to
their governors and legislatures by January 1, 1990,
These state reports were to include:

s Recommendations as to the most appropriate
state agency(ies) to be responsible for services
for persons with developmental disabilities
"who are traditionally underserved, such as per-
sons with developmental disabilitics attributable
to dual mental impairments, and persons with
developmental disabilities attributable to a com-
bination of physical and mental impairments,
and such other subpopulations of persons with
developmental disabilities (including minorities)
as the State Planning Council may identify ... ."

s Steps to be taken to include the data and recom-
mendations from the reviews and analyses to be
reflected in future Council activitics,

Each governor was to transmit a copy of the State
Council's report to the Secretary of Health and Hu-
man Services by January 15, 1990. The Act further
required that the Secretary provide a summary of
the State Council reports to Congress by April 1,
1990.

Fifty-five State Council reports have been submitted
to the Secretary of Health and Human Services by
the governors of the states and territories. This doe-
ument is a summary of the fifty-three reports that
were reccived in time for inclusion in this summary.,



The State Council reports, the consumer surveys,
and this summary reflect the collective efforts of
thousands of individuals, including federal, state,
and local officials, private service providers, and the
families and friends of people with developmental
disabilities who participated in numerous meetings
and forums held across the country. The State
Council reports also include the direct input of indi-
viduals with developmental disabilities whose re-
sponses to a consumer survey conducted in each
state were essential to the development of the state
reports. More than 15,000 consumers were surveyed
by the states and territories, and their input was in-
cluded in the state reports where appropriate.

This chapter presents the background to this effort
beginning with a discussion of the people who are
the focus of this report.

Tcapk with Q)weﬁ?pmen@ifaﬁiﬁtiw

"The term ‘developmental disability’ means a severe,
chronic disability of a person which —

“(A) is attributable io a mental or physical impair-
ment or combination of mental and physical impair-
menls;

"(B) is manifested before the person attains age
twenty-two;

“(C} is likely to continue indefinitely;

“(D) results in substantial functional limitations in
three or more of the following areas of major life ac-
tivity: (i) selfcare, (i) receptive and expressive lan-
guage, (iif) learning, (iv} mobility, (v} self-direction,
(vi) capacity for independent living, and (vii) eco-
nomic self-sufficiency; and

"(E) reflects the person’s need for a combination and
sequence of special, inlerdisciplinary, or generic care,
treatment, or other services which are of lifelong or
extended duration and are individually planned and
coordinated "

——The Developmental Disabilitics Assistance
and Bill of Rights Act{as amended by
P. L. 95-602)

The term developmental disability applies to people
with a mental or physical impairment that was ap-
parent before their twenty-second birthday, that is
likely to continue for an uncertain time, and results
in "substantial” functional limitations in at least three
areas of major life activity. These disabilities pose
significant challenges for families and friends and
especially for the individual with a developmental
disability. It is to respond to these challenges that
the Administration on Developmental Disabilities
and its programs exist.

Although precise determinations of the size of the
population of people with developmental disabili-
ties are lacking, estimates range from 2,000,000 to
about 3,000,000 people with developmental disabili-
ties naticnwide.

Various estimates also have been developed at the
state level. For example, depending upon the defini-
tion of "substantial limilation,” rescarchers at the
University of Maryland estimated the percentage of
the population who have developmental disabilities
to range from 0.57 to 2.05 percent (Smull, 1988).

Although there has been a great deal of debate over
prevalence rates, the debate has focused on the
threshold for considering an individual as having or
not having a "substantial limitation.” Clearly the in-
tent of Congress in establishing the federal func-
tional definition of developmental disabilities in
1978 was to include those with the greatesf functional
limitations; there is no category of person whaose



disabilities are too great to be considered as having a
developmental disability.

3.00%

Prevalence of Developmental Disabilities by Severity of Functional Limitations
(Smut, Michae! (1288). Unpublishad survey of 15 year o' special education studmtts In Mardand,)

2 = "Needs maonitoring, preventive services, £16."

4 = "Heosd & some human assistance or seeommodation™

& = "Meeds roderate human assistarcs or accommodatian™
B = *Mesda much Murman assistance or accommodation”

The current federal "functional” definition of devel-
opmental disability adopted in 1978 (amendments to
the Developmental Disabilities and Bill of Rights Act
in P.L. 95-602) replaced a "categorical" definition
that included al individuals whose disability was at-
tributable to mental retardation, cerebral palsy,

epilepsy, autism, or severe learning disability. The
more recent functional definition (1978) can exclude
individuals who may have a particular diagnosis
(e.g., epilepsy) but who are able with some assis-
tance (e.g., medication) to function adequately in the
seven life areas. While excluding some individuals
whose disabilities are not so severe, the functional
definition potentially includes new groups of indi-
viduals (e.g., children born to mothers addicted to
"crack" cocaine, individuals with traumatic head in-
juries, children with AIDS/HIV infection, individu-
als with severe mental illness with onset in child-
hood).

The functional definition was an important consid-
eration in meeting the special reporting require-
ments in P.L. 100-146 that required the State Devel-
opmental Disabilities Councils to review and ana-
lyze service program eligibility, extent, scope, and
effectiveness in relation to all persons with devel-
opmental disabilities, regardless of their primary



disability or the presence of multiple handicapping
conditions.

Rights of Those with Developmental Disabilities

The Developmental Disabilities Assistance and Bill
of Rights Act contains in Section 110 a statement of
rights of persons with developmental disabilities.
Included in this section are the findings that persons
with developmental disabilities have a right to ap-
propriate treatment, services, and habilitation that
are designed to maximize the developmental poten-
tial of the person and are provided in settings that
are least restrictive to the person's personal liberty.
The statement of rights establishes minimum protec-
tions for persons with developmental disabilities
served in institutional or other residential programs.
Againin this section of the Act, there is a premium
placed on the basic principle of protecting individual
liberty through the provision of appropriate services
and supports to people with developmental disabili-
ties.

Severa states have already addressed or are address-
ing the inclusion of the statement of rights into state
statute or have adopted similar provisions. Severa
states have considered adopting this or a similar
statement, as described by Councils in their reports
to governors and legislatures.

Legislative Authority

The Administration on Developmental Disabilitiesis
responsible for administering the programs autho-
rized by the Developmental Disabilities Assistance
and Bill of Rights Act. These programs support the
development and coordination of programs and ser-
vices promoting the independence, productivity, in-
tegration, self-sufficiency and the protection of the
rights of people with developmental disabilities of
al ages. Part A of the authorizing legidation defines
these goals.



"The purpose of this part is o provide paymenis to
Stafes to assist in the development of a comprehensive
system and a coordinated array of services and other
assistance for persons with developmental disabilities
through the conduct of, and appropriate planning and
coordination of, administrative activities, Federal pri-
ority activities, and a State priority activity, in order
to support persons with developmental disabilities to
achieve their maximum potential through increased
independence, productivity, and integration into the
community.”

—Part B, Developmental Disabilities

Assistance and Bill of Rights Act

Federal Policy Goals

An important means for carrying out this part of the
Act is the Developmental Disability Planning Coun-
cils that have been established in each of the states
and territories and are funded by the Basic State
Grant program administered by the Administration
on Developmental Disabilities, The fifty-five Coun-
cils are respansible to "serve as an advocate for all
persons with developmental disabilities.” Their
mernbership includes persons with developmental
disabilities, family members, representatives of rele-
vant state agencies, service providers, and other in-
dividuals appointed by the govemnor of the state or
territory. The Administration on Developmental
Disabilities (ADDY) also is responsible for fifty-six
Protection and Advocacy Programs that provide le-
gal, advocacy, and information and referral assis-
tance to people with developmental disabilities in
the states and territories. In addition to discre-
tionary grants ADD manages, it also authorizes and
supports a network of University Affiliated Pro-
grams in many of the states. These programs engage
in a range of academic pursuits from basic research
to personnel preparation.

 ————————— ———

The program goals for people with developmen-
tal disabilities contained in the Developmental
Disabilities Assistance and Bill of Rights Act
are—

...to enable them to achieve their maximum po-
tential through increased independence, produc-
tivity, and integration into the community, and

...to protect the legal and human rights of per-
sons with developmental disabilities.

The Developmental Disabilities Assistance and Bill
of Rights Act, as amended, contains goals for people
with developmental disabilities that have become a
model for all people with disabilities as well as for
other disadvantaged populations in our society.
These goals are based upon one of the fundamental
beliefs that have made this country great: we
achieve our greatest potential when we are chal-
lenged to be as independent and productive as pos-
sible as involved members of the community. Re-
sponsibility for achieving these goals is shared by
federal, state, and local government, the private and
voluntary scctors, and people with developmental
disabilities and their families and fellow community
members.

Independence

"The term “independence’ means the extent to which
persons with developmental disabilities exert control
and choice over their lives.”

—Part A, Developmental Disabilities
Assistance and Bill of Rights Act

A major goal for people with developmental disabil-
ities is that they should have opportunities to exert
control over their lives and make important life
choices. A lot of factors in our lives influence the
choices we make: where we live, how much money
we have, how we were educated, who our friends
and family are, our racial, ethnic, and cultural her-
itage. Our particular abilitics and disabilities affect
our decisions, but most of us have fundamental
choices and control over our lives. This is in sharp



contrast to many people with developmental disabil-

ities who do not share that control and choice with
their fellow citizens. This is one of the critical issues
that the state reports address.

Productivity

"The term “productivity’ means—

“(A) engagement in income-producing work by a
person with developmental disabilities which is mea-
sured through improvements in income level, em-
ployment status, or job advancement, or

"(B) engagement by a person with developmental
disabilities in work which contributes to a household
or community.”

—Part A, Developmental Disabilities
Assistance and Bill of Rights Act

The goal of productivity for people with develop-
mental disabilities is essentially the same as it is for
anyone else in society. All people expect to and
should be expected to have opportunities to con-
tribute to society in some way. Society tends to view
non-contributing members with hostility, charity, or
perhaps pity. The challenge for the states and their
service systems is to help each person become pro-
ductive because productive activity opens doors to
social acceptance, self-esteem, companionship, and
important informal community networks.

As stated in the Developmental Disabilities Act, fed-
eral policy identifies two ways for people to be pro-
ductive. First, people can be productive by making a
contribution to the economy, and second, they can
make a contribution to their househoid, friends, or
community. The Act goes on to define employment
activities to include a range of supported and com-
petitive employment options that will increase a per-
son's independence, productivity, or integration in
work settings. Supported employment is a recently
defined approach to productivity based on the idea
that people with developmental disabilities and
other severe disabilities can succeed in mainstream
employment situations with non-disabled co-work-
ers if they receive the necessary support and job ac-
comrodation.

Since 1984, the Administration on Developmental
Disabilities, Department of Health and Human Ser-
vices, has had an employment initiative. The initia-
tive has led to the diversification of employment op-
portunities for persons with developmental disabili-
ties, and the operationalization of efforts al the state
and local level to address barriers to employment
such as health care, housing and transportation
problems. Joint public/private sector partnership
activities have developed industry-based programs
for the training and placement of persons with de-
velopmental disabilities in permanent integrated
jobs in the community.



Integration into the Community

[*The term ‘integration’ means—
"(A) the—

"(i) use by persons with developmental dis-
abilities of the same community resources that are
used by and available fo other citizens, and

"(if) participation by persons with develop-
mental disabilities in the same community activities
in which nondisabled citizens participate, logether
with regular contact with nondisabled citizens, and

"(B) the residence by persons with developmental
disabilities in homes or in home-like seltings which
are in proximity to community resources, together
with regular contact with nondisabled citizens in
their conmmunities.”

—Part A, Developmental Disabilitics
Assistance and Bill of Rights Act

Of the three goals, integration into the community is
both the clearest and the most complex. On one
level integration is simply living in the community
outside the institution. But a careful reading of the
definition leads to the conclusion that in order to
achieve meaningful integration people with devel-
opmental disabilities must actually participate in the
normal life of the community along with people who
do not have developmental disabilities. Integration,
therefore, involves many more people than just peo-
ple with developmental disabilities, their families,
and service providers; it involves the broader com-
munity, including community institutions such as
religious organizations, civic groups, and businesses
ag well as other individuals.

Requirements for and Preparation of the Summary Report

The program philosophy of independence, produc-
tivity, and community integration for people with
developmental disabilities has evolved since 1978
with the passage of ensuing legislation changing and
shaping the focus of the developmental disabilities
program. In 1987 Congress ensured further change
with passage of P.L 100-146, the Developmental
Disabilities Assistance and Bill of Rights Act
Amendments of 1987. These amendments empha-
sized the role of State Developmental Disabilities
Planning Councils by shifting their focus from provi-
sion of direct services to one of facilitating systemic
change. The amendments expanded training for

professionals in the field of developmental disabili-
ties and even targeted federal funds to specific areas
of concern. These and other requirements sent a
clear message that Congress was paying attention.

Most significant was the requirement for states and
territories to participate in an unprecedented study
to determine the scope and effectivencss of state
agency administered programs and services using
federal and state funds for all people with develop-
mental disabilities. Specifically, Congress required
each State Devclopmental Disabilitics Planning
Council to conduct a comprehensive review and
analysis of state-administered services for people
with developmental disabilities and governors in
each statc and territory to submit their Flanning



Council reports to the U.S. Department of Health
and Human Services. The Secretary of Health and
Human Services was required to submit a summary
of the State Council reports to Congress.

The approach to preparation of this summary report
was a careful review of the individual reports pre-
pared by State Developmental Disabilities Planning
Councils and submitted by the governors of the
states and territories. Another mgjor source was the
compilation of findings from the state reports pre-
pared by the National Association of Developmental
Disabilities Councils. A compilation of the state
consumer surveys, prepared by the Temple Univer-
sity Developmental Disabilities Center/University
Affiliated Program for the National Association of
Developmental Disabilities Councils, was the major
source of information on the survey of consumers
which is referenced sdlectively in this report.

Findings from the State Council reports were sum-
marized in relation to major "life areas': learning
(education), working (employment and income),
housing, health, civil rights, and related supports to
individuals, families and communities. Within each
area the 1990 summary report looks at the goals for
people with developmental disabilities defined in
the individual reports, as well as the descriptions of
recent accomplishments at the state and local levels.
The reported perspectives of people with develop-
mental disabilities and family members also have
been used extensively in the preparation of the
summary report. Altogether, over 3,100 statements
of barriers and approximately 3,200 recommenda-
tions contained in State Council reports were re-
viewed and analyzed in summarizing the views of
the states and territories in this report.

Independence, Productivity and Integration for Peo-
ple with Developmental Disabilities: A Summary of
Reports Prepared by State Developmental Disabili-
ties Planning Councils, this summary 1990 report to
the Congress, is the product of the State Councils'
analyses of the scope and effectiveness of programs
and services administered by state agencies (using
state and federal funds) for people with develop-
mental disabilities. In addition to the findings on
barriers and needs of people who are currently un-
served and underserved as required by the legida
tion, it includes three elements that will enrich its
usefulness:

* The State Councils' expectations for the lives of
people with developmental disabilities: the de-
sired future, vision, or goals



* The Councils descriptions of current achieve-
ments in relation to the vision/goals

» Direct quotations from individuals with devel-
opmental disabilities and family members about
their current reality in relation to the vision or
future

It is in this context that the examination of the re-
ports has been carried out.

The recommendations and analyses contained in this
report reflect the experience and opinions of the
State Developmental Disabilities Planning Councils
and are not the officid position of the Administra-
tion on Developmental Disabilities or the Secretary
of the Department of Health and Human Services.

Limitations of the Summary Report

The preparation of this summary of State and Terri-
torial Council reports revealed various limitations
that should be kept in mind in reviewing its con-
tents:

* Although some State and Territorial Council re-
ports provided information on accomplishments
and initiatives, others did not. The examples
highlighted therefore do not include many other
activities throughout the nation that illustrate
success stories, nor have they been selected on
the basis of any particular criteria as exemplary.

* Therequirements of F.L. 100-146 are essentially
focused on the negative, i.e,, the identification of
barriers and of people who are unserved or un-
derserved. This report is therefore similarly ori-
ented toward "problems," even with the inclu-
sion of information on accomplishments.

* Theindividual Planning Council reports do not
follow any specific format. Other than the
nearly universal use of a common consumer
survey instrument, the reports reflect unique
approaches to their meeting of the federal re-
quirements. This has resulted in extremely di-
verse reports that do not lend themselves to
comparisons among the states in relation to spe-
cific services and topics of concern.

* References to federal programs found in the re-
ports were often incomplete or unclear. We
have not drawn inferences regarding federal
programs, noting only those which were explicit
in the state reports.



* Many sourceswere used by the State Councils in
preparing their reports, however, these have not
been included in the interest of brevity. Readers
are encouraged to read the individual state and
territorial reports to identify references of inter-
est

* Most proposals for implementation of recom-
mendations by the State Planning Councils are
found in the form of recommendations, rather
than strategies. It isexpected that most Councils
have included their plans to implement activities
which begin to address issues raised in their
state reports in their Two Year Plans recently
submitted to the Administration on Develop-
mental Disabilities.

» Although findings are described as State Council
findings throughout the summary report, it
should be noted that the reports as transmitted
by the governors of the states and territories
may, in some jurisdictions, reflect one of several
viewsin individual states on the needs of people
with developmental disabilities.

Finaly, it should be noted that, similar to the compi-
lations prepared by the National Association of De-
velopmental Disabilities Councils, this report has
been prepared in the "people firg" language pre-
ferred by people with disabilities, i.e., "people with
developmental disabilities" rather than "the devel-
opmentally disabled". Statements have been modi-
fied to conform to this model with the exception of
titles and direct quotations.

The Consumer Survey

One of the most important activities required of the
State Councils for the 1990 reports was the consumer
survey. The 1987 Amendments to the Act required:

Each State Planning Council shall conduct a
review and analysis of the effectiveness df,
and consumer satisfaction with, the func-
tions performed by, and services provided
or paid for from Federal and State funds by,
each of the State agencies (including agen-
cies providing public assistance) responsible
for performi n? functions for, and providin
services to, a ﬁersons with development
disabilities in the State. Such review and
analysis shall be based upon a survey of a
representatlve_samPle of persons with de-
velopmental disabilities receiving services
from each such agency, and if appropriate,
shall include their families.



Primary Diagnosis
(Summary of State Consumer Surveys)

Di . Numl P ,

Mental retardation 5,533 423
Cercbral palsy 1,930 14.8
Other(s), such as leaming '

disability, developmental

delay, etc, 1417 10.8
Emaotional {including chronic

mental illness) . .. B18 6.3
Epilepsy /seizure disorder 457 3.5
Autism 446 34
Blindness /severe visual _

disorder 419 32
Head injury 374 29
Deafness/severe hearing

impairment 309 24
Other neurological impairment 276 2.1
Spina bifida : 274 2.1
Qrthopedic impairment 171 13
Muscular dystrophy 161 1.2
Spinal cord injury _ 144 1.1
Speech/language impairment 106 0.8
Deafness and blindness 106 038
Unknown 61 0.5
Multiple sclerosis 55 - 04
Cystic fibrosis 18 0.1
Total 13,075 100

The Administration on Developmental Disabilities
(ADD) provided support for a national initiative to
develop a common survey instrument. In collabora-
tion with ADD, the National Association of Devel-
opmental Disabilities Councils (NADDC) convened
an advisory group to formulate a nationally coherent

action plan, and identified a scientific group to as-
sure that the consumer surveys performed by the
states were comparable.

The work is now complete. Although this was not a
national survey in the sense that it was based on a
nationally representative sample, more than 15,0600
people with developmental disabilities have been
personally interviewed by representatives of the
State Developmental Disabilities Councils. Nearly
all of these interviews were conducted face to face.
This has been the most extensive survey of people
with developmental disabilities ever undertaken.

Copies of the data from 14,282 of these interviews
have been forwarded to the Temple University/Uni-
versity Affiliated Program where a centrat analytical
group summarized the results. This summary report
presents selected findings from the 13,075 interviews
for which the data were complete and usable. The
people who were interviewed were of all ages, from
one month to %) years of age. Some were assisted by
family members or other carcgivers, either becanse
of age or of communication limitations. They also
represented a wide variety of diagnoses, as dis-
played in the accompanying table.

It is important to note that the people included in the
state consumer surveys were people with severe,
chronic disabilities that began early in their lives.
The definition of developmental disabilities requires
"substantial functional limitations” in three or more
major life areas, Over 70 percent of the people in the
state surveys reported substantial functional limita-
tions in more than three life areas.

Results from the consumer surveys are found selec-
tively throughout this report in relation to where
people live, their schooling, their work life, and the
supports and services they currently reccive. One of
the consumer survey findings highlighted in many
of the State Council reports was that some of the
people surveyed with limitations in five, six, and
cven seven functional areas were reaching signifi-
cant levels of independence. When people's inde-
pendence was measured on a scale of 0 to 100, data
from the summary of state consumer surveys indi-
cated that over one-fourth of the adults surveyed
with seven functional limitations were at the mid-



point or higher in independence, as illustrated in the
following figure.

Comparison of Independence Scale Distributions for Adulte with Three and
Seven Functional Limitations
(Summary of State Consumer Surveys)

25%

2%
15% 4 B 3 Umitations
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Independence Scale ntervai

Data from the summary of state consumer surveys
also indicated that some people with as many as
seven functional limitations were engaged in pro-
ductive activities on a regular basis and were well
integrated into their communities. Conversely, the
summary data indicated that many people with only
three functional limitations were at very low levels
of independence, productivity, and community inte-
gration.

Other results from the summary of the state con-
sumer surveys included the following:

* Most people with developmental disabilities
think it is important to be independent, produc-
tive, and integrated into the community.

» Thereare significant gaps, however, between the
importance of independence, productivity, and
integration and peopl€'s current experience:

. Less than one-fourth of the adults chose
where they are currently living.

. Seventy-five percent of consumers who
had worked for pay the previous week
made less than the minimum wage.

. People with developmental disabilities
have less participation in community



living activities and are more apt to fed
lonely than people without disabilities.

*  People who live in nursing homes and other in-
stitutions arc less independent, productive, and
integrated than people who live in community
residences.

Overall, there were more similarities than differ-
ences in consumer survey findings based on type of
disability (i.e., physical, cognitive, sensory, or emo-
tional). Differences were noted, however, in a few
areas, including the following:

e Children and adults with mental retardation
were more apt to livein a specialized facility or
institution than people with other kinds of dis-
abilities.

* Adults with disabilities other than mental retar-
dation were more likely to live in a nursing
home than adults with mental retardation.

e Nearly 70 percent of the adults with mental re-
tardation reported that they had no choice or
control over their living arrangements, com-
pared to 41 percent for people with other disabil-
ities.

e Sheltered workshops were still the most com-
mon employment option for adults with mental
retardation; for people with other disabilities,
this was one of the least likely options.

* People with mental retardation were earning
less money across al employment settings than
people with other disabilities, even when con-
trolled for the number of hours worked or years
of employment in the setting.

The results of these state surveys, collectively the
largest survey of people with developmental disabil-
ities ever conducted, will continue to be examined
for several years to come. Thereisagreat deal more
to be learned from the data about specific age
groups, about specific disability groups, and about
quality of life issues.

Organization of the Report

This summary report is organized into eight mgjor
chapters, beginning with Chapter | - Introduction.
Chapter Il describes the process that the State Devel-
opmental Disability Planning Councils and the Ad-
ministration on Developmental Disabilities have un-



dertaken to develop the summary findings. The
chapter highlights the technical assistance provided
through the Administration on Developmental Dis-
abilities by the National Association of Developmen-
tal Disabilities Councils, Temple University, and the
University of Illinois.

The remaining six chapters (Chapters I11-VIII) dis-
cuss the findings and recommendations of the State
Councils as they apply to sx magjor topical or life ar-
eas. individual and family supports, education,
employment and income, housing, health, and civil
rights. Each of the chapters on life areas begins
with an overview of State Council findings and vi-
sions or goals for people with developmental
disabilities. The chapter is then organized into a
series of key topics or "themes' identified by
Councils in each life area. Within each theme, the
report summarizes major accomplishments and op-
portunities for positive action, critical issues and
barriers, and recommendations.

Reader aids found throughout the summary report
include the following designations:

% Goal/vision statements

¢ Summary points

* Accomplishments

“ Quotes from consumers and family mem-
bers

v Critical issues and barriers

- Recommendations

Appendices include relevant excerpts from the De-
velopmental Disabilities Assistance and Bill of
Rights Act, an annotated bibliography of data re-
sources available to the states in developing their re-
ports, a glossary, a summary of ADD-supported
technical assistance activities, and alist of the mem-
bers of the National 1990 Report Advisory Commit-
tee.

The survey, policy analysis, public forums and de-
velopment of recommendations by the State Devel-
opmental Disability Planning Councils represent an
historic undertaking, one that will affect federal and
state policy decisions for years to come.



The summary that follows describes the movement
of people with developmental disabilities toward the
goals of independence, productivity, and integra-
tion, as seen through the State Council reports re-
cently submitted to the Secretary of the Department
of Health and Human Services by the governors of
the states and territories. It is a report about pro-
grams and changing priorities, but more than that, it
is a tribute to the people behind these new priorities
and programs—federal and state and local policy-
makers, service providers, families, friends and em-
ployers, and, most importantly, people with devel-
opmental disabilities themselves.

Readers will be impressed with the amount of
progress that people with developmental disabilities
are making as documented in the State Planning
Council reports, but will also understand that more
needs to be done with and on behalf of people with
developmental disabilities. One conclusion that the
reader will surely be left with is the complexity of
the problems and the issues that the country must
face in the decades ahead. We must overlay issues
specific to developmental disabilities on those sgnif-
icant domestic issues facing al our citizens. At the
same time many people with developmental disabil-
ities are succeeding in their communities. Inlooking
at the many challenges facing people with develop-
mental disabilities, we encourage readers to keep in
mind their many accomplishments.



1. The 1990
Report
Process



[1. The 1990 Report Process

Introduction

Activities to meet the requirements of P.L. 100-146
that each State Developmental Disabilities Planning
Council prepare and submit a report to their gover-
nor and legislature by January 1, 1990 have come to
be known commonly as the "1990 report process."
The five activities specificaly required of each state
and territory by the legislation were the analysis of
policies and programs relevant to people with de-
velopmental disabilities; a survey of consumers; the
presentation of findings from these two activities in
public forums; presentation of the report to the gov-
ernor and the legislature; and the submission of the
report to the Secretary of Health and Human Ser-
vices.

There was general consistency among the State
Councils in their approach to the consumer survey
and the public forums. At the same time there was
much greater variation among the states in the ap-
proaches to program and policy analysis. There was
even more diversity in the level of detail on the spe-
cific 1990 report processes of the individual states
and territories. Nevertheless, several common ap-
proaches can be discerned, including the mgor in-
volvement of consumers, family members, and ad-
vocacy organizations. These themes are highlighted
in the following sections.

Overview of Developmental Disabilities Planning Council
1990 Report Activities

4 State Councils formed a "1990 Report”
work group.

The initial activities of many State Councils focused
on the establishment of a special "1990 report task
force’ or committee. Several Councils also estab-
lished work groups to focus on specific areas, such
as education or transportation. Many State Council
reports reflected the significant role of the Council
membership in the overall design and implementa-
tion of 1990 report activities. For example, the Wis-
consin report provided the following information:

Throughout the entire development of the
1990 Report, members of the Planning
Committee of the Wisconsin Council on De-
velopmental Disabilities played the major
role of analyzing consumer survey data, ana-
lyzing selected federal and state programs,
developing final recommendations, review-
ing written materials, providing guidance to
Council g&ff in carrying out Council action,



¢

¢

and providing recommendations to the full
Council on the requirements outlined in P.L.
100-146. (Wisconsin report)

The Policy Analysis

States and territories used various ap-
proaches in their policy analysis.

Programs were analyzed according to
state agency.

The requirements of P.L. 100-146 include a state-
specific analysis of the eligibility for services pro-
vided to people with developmental disabilities and
the extent, scope and effectiveness of state agency
services using state and federal funds in relation to
their promotion of independence, productivity and
community integration. This State Council analysis
was to include services with potential impact on
people with developmental disabilities, as well as
those with current impact. In addition, the analysis
was to be conducted in relation to people with vari-
ous kinds of developmental disabilities, specificaly
to include people with developmental disabilities at-
tributable to physical impairment, mental impair-
ment, or a combination of physical and mental im-
pairments. The results of this review and analysis
were to be used along with the results of the con-
sumer survey to develop recommendations on state
agency responsibilities, the removal of barriers to
services or people with developmental disabilities,
and the Council's future activities.

The individual Council reports submitted by the
states and territories reflect different approaches
taken in the program and policy review process.
These included the development of vision state-
ments, goals and principals as the analytical frame-
work for the review; development of quantitative
and qualitative data on state administered programs
and services; reviews of authorizing legislation,
budgets, state plans, and agency annual reports; and
key informant interviews with state agency repre-
sentatives.

Virtually all Councils organized their analysisin re-
lation to individual state agencies and the programs
they administer. An example of the agency-based
approach is found in the Indiana report:

To perform this analysis, a letter was sent by
the governor to each relevant state agency
director...requesting their cooperation and
asking them to designate a staff person to
serve as a resource...in the areas of policy,
statistics, eligibility and services. The rele-
vant state agencies were asked to provide
the following information:

. Enabling legislation (federal and
state)



Programs were reviewed in relation to
life areas:

»

Supports |

Education _ |
Employment and Income
Housing

Health

Civil Rights -

. Promulgated rules and regulations

. Program policies and procedures

. Most recent annual plan

. Most recent annual report

. Most recent annual budgets (federal
and state)

. Service delivery structure

. Needs assessments

(Indiana report)

The number of programs reviewed, based on reports
which included this information, ranged from
around 20 to over 100, depending on the definition
of "program.”

Many of the State Planning Council reports reflect an
approach to policy analysis which combined the re-
view of programs organized by state agency with an
overall review of policies and programsin relation to
particular life or issue areas. For example, the Con-
necticut Developmental Disabilities Council re-
viewed over 100 federally and state assisted pro-
grams administered by 35 state agencies in relation
to the following questions:

 Whoisédigible?

e What do you get?

* When can you usethe program?
*  Where do you apply? (if relevant)

* Why is the agency important to the integration,
independence and productivity of people?

In addition the Council conducted detailed policy
analyses in five areas. housing; support of commu-
nities; transportation; individual and family support
("two analyses in one"); and employment.

Federal programs were generally reviewed by State
Councils from two perspectives: (1) their implemen-
tation by state (and in some cases local) agencies and
(2) their authorization and implementation at the
federal level. For example, there were many refer-
ences to state Medicaid plans, such as eligibility re-
quirements, selection and scope of optional services,
reimbursement rates, etc., as well as many references
to federa Medicaid policy as it affects people with
developmental disabilities and their families. An



example of policy analysis focused on state discre-
tion in relation to the Medicaid program was found
in the Maine report, which noted such state factors
as:

* Income and resources criteria for the AFDC pro-
gram

* Optional coverage of additional groups of the
categorically needy

* Additional Medicaid eligibility criteria for SS
recipients beyond their receipt of S assistance

* Criteria for the medically needy, including in-
come levels and spend-down requirements

» Eligibility for individual program options (e.g.,
clinic services, rehabilitative services, ICF/MR,
etc.)

* Extension of digibility to individuals with dis-
abilities and other groups at state option who re-
ceive state supplementary payments (SSP) even
though they are not receiving federa SS pay-
ments

Independence, Productivity, Integration

State Councils' focus on the federal policy goals of
independence, productivity and community inte-
gration in the program and policy review was re-
flected throughout the reports, including goals and
vision statements of the desired future for people
with developmental disabilities, as the basis for the
consumer survey, and as a frame of reference for the
policy analysis. Councils used these goalsin particu-
lar as criteria or standards against which to assess
the effectiveness of current programs and services.

Some reports included a description of specific stan-
dards used in the State Council policy analysis of
individual programs. For example, the lowa Council
used questions on independence, productivity and
community integration to review the effectiveness of
individual program policies, such as:

* Is eligibility based upon individual needs for
services? (Independence)

* Does the program policy promote [individual]
choices regarding where and who provides the
service? (Independence)



* Does the program policy provide for individual
levels of service to support people in reaching
their maximum productivity? (Productivity)

* Does the program policy allow participation in
typical work settings, neighborhoods and com-
munity environments? (Integration)

» Does the program policy promote use of typical
community resources and not require a separate
delivery system for people with developmental
disabilities? (Integration)

Under this method, programs received an
"effectiveness rating” based upon the extent to
which their policies were found to promote inde-
pendence, productivity and community integration.

Overall, the individual State Council reports re-
flected a comprehensive analysis of the eligibility,
extent, scope and effectiveness of programs and ser-
vices as they affect people with developmental dis-
abilities. At the same time, one of the severest chal-
lenges to the Councils in conducting the policy anal-
ysis was the lack of data on federal and state pro-
grams serving, or potentially serving, people with
developmental disabilities. Severa factors impeded
the collection and review of data on program avail-
ability, scope and effectiveness:

e Lack of common reporting requirements across
state administered programs that use state and
federal funds regarding participation by people
with developmental disabilities, including the
use of different definitions (e.g., no comparable
application of severity and functional limitation
criteria in programs other than those funded by
the Administration on Developmental Disabili-
ties)

* Inadequate state-specific data on program partic-
ipants in general, making it inappropriate in
many programs to develop "proxies’ that could
be used to ascertain participation by people with
developmental disabilities

+ Minimal and/or optional state reporting re-
qguirements for federal programs, in particular
those funded through the Socid Services Block
Grant, the Maternal and Child Health Block
Grant, and the Alcohol, Drug Abuse and Menta
Health Services Block Grant



® The majority of findings on eligibility
were specific to the individual state or
territory.

» Delays in the availability of state program data,
necessitating the use of considerable data from
fiscd year 1987 and earlier as the most recent in-
formation available

The State Council reports reflected relatively few
difficulties in the analysis of program eligibility. It
should be noted, however, that because of the differ-
ences in service systems, the majority of findings on
eligibility were specific to theindividual state or ter-
ritory.

Approaches to the Consumer Survey

‘ All but two states and territories used the
standardized consumer survey instru-
menkt.

4 Most states used consumers to perform
interviews.

The Developmental Disabilities Planning Councils of
the states and territories approached the consumer
survey requirements of P.L. 100-146 in avery consis-
tent manner. Through their national organization,
the National Association of Developmental Disabili-
ties Councils (NADDC), Councils selected the Tem-
ple University Developmental Disabilities Cen-
ter/University Affiliated Program (UAP) to design
the survey instrument, recommend sampling meth-
ods, assist in training interviewers, and give techni-
cd assistance in handling the data.

To conduct the consumer surveys, alarge mgjority of
State Councils contracted with an organization expe-
rienced in survey research; about half of these se-
lected their UAPs. In most states the interviews
were conducted by experienced survey personnel.
All but two Councils used the standardized survey
instrument developed by Temple University/UAP,
and three others used it with significant modifica-
tions.

There were a few exceptions to the general pattern of
using the Temple University instrument and con-
tracting out to survey specialists. One state fdt that
their timeline did not permit them to wait for the
standardized instrument; they therefore wrote their
own and conducted the survey before the common
instrument was available.

The magjority of state surveys used some consumers
to perform the interviews, and two used consumers
nearly exclusively. One state used Council dteff
members as the surveyors; another chose to use a
Council staff person as the sole interviewer. Several
others used relatives of people with developmental
disabilities.



®  Councils experienced difficulties in iden-
tifying people with developmental dis-
abilities at the extremes of the age con-
tinuum.

¢ Disability advocacy organizations identi-
fied prospective consumer survey partic-
ipants.

About 40 of the State Councils attempted to obtain
representative samples by using the "proportional
method." The sample size of 300 recommended by
Temple University was divided into four subgroups
in an attempt to make the proportions in the sample
mirror those suggested in the literature as the actual
proportions of primary disability in the population
of people who meet the functional definition of de-
velopmental disabilities (Gollay 1981):

Primary Disability Percent
Mental retardation 42%
Physical 34%
Sensory 15%
Emotional 09%

Eleven states used their own locally developed
prevalence estimates instead of these national esti-
mates. Two states used a two group rather than a
four group approach: people with mental retarda-
tion and people who meet the definition of devel-
opmental disahilities but who do not have mental re-
tardation. Another five states used an "equal-N"
sampling strategy, entailing three groups of 100
members each, divided on the basis of primary dis-
ability: cognitive, physical, or emotional/behavioral.

The Councils in the states and territories also made
efforts to assure a broad age definition in their sam-
ples. They experienced difficulties, however, in
identifying people with developmental disabilities at
the extremes of the age continuum. For infants and
young children, the functional definition itself does
not work very well. For example, economic sdf uf-
ficiency does not apply to an infant. At the other
end of the age continuum it is difficult to determine
for many aging people that the age of onset had been
prior to age 22, as required by the definition. In ad-
dition some older people with developmental dis-
abilities may be receiving services only in the general
health care system and were therefore less apt to be
visible to the developmental disability advocacy and
service organizations who assisted in the identifica-
tion of consumers to be surveyed.

Advocacy organizations were the primary resource
used to gain access to people with developmental
disabilities for the survey. To preserve the privacy
of organizational mailing lists, the organizations
were asked to mail out introductory letters for the
State Councils. Those interested in participating in
the consumer survey returned a form directly to the



Councils or to the entities conducting the survey.
Although this introduced some (unknown) degree of
sdlf-selection bias, it is generally accepted that sdf-
selection produces samples with strong feelings,
both positive and negative, with those who are indif-
ferent tending to ignore the invitation to participate.
The two opposing biases, however, tend to cancel
each other out. A few states followed similar proce-
dures using other sources of potential participants,
including state agency lists of service recipients and
waiting lists.

Following completion of the survey interviews the
responses were encoded for statistical analysis.
About 40 of the State Councils used the "data reduc-
tion" computer program supplied by Temple Uni-
versity/UAP. Most of the remaining states had
contractors with other data reduction packages that
could produce data files adaptable to the format
used by the 40 states.

For analytical purposes, Temple developed a 400-
page custom-designed printout which was used by
45 of the states; five others did al of their own anal-
ysis. Fifty states and territories had submitted their
consumer survey data to Temple University/UAP
for individual analysis as of March 30, 1990. Revi-
sions to the survey instrument made by individual
states, combined with difficulties in translating to
the standardized data format, made it impossible to
include data from two states in the final compilation.
Each State Council analysis included the results of
al questions, broken down by disability and age
groups.

One aspect of the analysis of the consumer surveys
that received specia attention was findings on satis-
faction with services. Asnoted by Templein its de-
sign of the common instrument, consumer surveys
in human services have consistently been found to
produce high satisfaction ratings, even if respon-
dents were also very critical of the services in ques-
tion. Many State Planning Councils addressed this
issue in their reports, in some cases speculating that,
for many consumers, "some service is better than
none." Some Councils also noted that their samples
may have been biased toward recipients of services,
despite their outreach efforts, and therefore did not
include sufficient numbers of those who would have
said they were dissatisfied on the basis of lack of ac-
cess. More detailed discussion of the strengths and
limitations of the state consumer surveys may be
found in Report on the 1990 National Consumer Survey,
prepared by the Temple University/UAP for the Na-



Councils noted that giving a voice to con-
sumers through the survey has been sig-
nificant as an activity of consumer em-
powerment,

tional Association of Developmental Disabilities
Councils.

Summaries of the consumer survey findings were
prepared in each state and territory for use in their
Council report. In most states, the summary was
initially prepared by the survey contractor, followed
by revisions in consultation with the Council. As
will be noted throughout this summary report, the
findings have focused particularly on the status of
people with developmental disabilities in relation to
their independence, productivity, and integration
into the community. Councils also have noted that
giving a voice to consumers through the survey has
been significant in itsdf as an activity of consumer
empowerment.

Development of Recommendations

Extraordinary efforts to obtain maximum
patticipation of pecople with develop-
mental disabilities, family members, and
advocates

The State Council reports described the processes
which were used by the Councils in the develop-
ment of recommendations, including the delineation
of issues, the development of preliminary recom-
mendations, the review of recommendations
through the public forums and related mechanisms,
and the fina approval by the Developmental Dis
abilities Planning Council.

Most reports described activities to identify issues of
concern to consumers and their families, and the
particular concerns of those who are unserved or
underserved. Paralleling activities at the national
level, many State Councils reached out to a wide
range of disability advocacy organizations to ensure
that the views of people with various types of devel-
opmental disabilities were reflected throughout the
1990 report process.

Many State Councils conducted "focus groups" of
consumers, family members and organization repre-
sentatives to identify critical issues that could then
be used to guide the policy analysis and the devel-
opment of recommendations. For example, the
Vermont report describes a series of "critical issue
meetings." These four regional meetings, or focus
groups, included people with severe disabilities,
family members and service providers. Participants
defined what they considered to be the most critical
issues related to the effectiveness of services for peo-
ple with developmental disabilities. The consolida-
tion of critical issues from these meetings produced
a statewide identification of the five most critical is-
sues featured in the report.



Additional issues and barriers were identified by
many Councils through the consumer survey pro-
cess itsdf and the subsequent analysis. Still others
surfaced through the public forums during review of
the draft recommendations. In addition, the State
Council membership frequently provided input on
issues through their participation on task forces and
committees as well as their general oversight of the
1990 report process. All Developmental Disability
Planning Councils include people with devel opmen-
tal disabilities and their family members.

As described in several of the reports, many prelimi-
nary recommendations were prepared by Council
task forces and committees, which were then re-
viewed through the public forum process. Some
State Councils engaged in additional activities to ob-
tain broadbased review and comment on their rec-
ommendations, including surveys of the full Council
membership, statewide surveys, and teleconferences.
One of the most extensive outreach efforts was de-
scribed in the Alaska report, as follows:

Two statewide teleconferences were held to
gather information from throughout the
state, particularly from communities where
public forums were not being held....The Oc-
tober 25, 1989 teleconference was sponsored
Il:%y_(stale) Representative Mark Boyer from

airbanks. Fourteen Legislative Information
Office sites (Anchorage, Fairbanks, Bethel,
Delta Junction, Dillingham, Juneau, Sol-
dotna, Ketchikan, Kodiak, Kotzebue, Mat-
Su, Nome, Sitka and Valdez) were a part of
the teleconference with an off-network site
added in Kake. Of the 85 people attending
the teleconference at sites throughout the
state, 45 gave testimony. Included in the at-
tendees were three state legislators and aides
representing five other legislators. (Alaska

report)

The find preparation and approval of recommenda-
tions as a forma Council activity was noted in a few
State Council reports. For example, the Virginia re-
port stated that the Council held a specially called
meeting on November 30, 1989 for final discussion
and approval of the state report.

The Public Forums

The 1990 report provisions of P.L. 100-146 include a
requirement that State Councils convene public fo-
rums to present the findings of their policy reviews
and consumer surveys. The forums also were to
obtain comments from dl interested individuals re-



¢ Public forums on the State Council report
recommendations were held in every
state and territory.

Development of Council

garding unserved and underserved people with de-
velopmental disabilities in relation to the proposed
recommendations on the removal of barriers to ser-
vices and on state agency responsibilities. The State
Council reports reflect significant use of the public
forum process across the nation. Many reports indi-
cated that public forums were attended by hundreds
of consumers, family members, providers and orga-
nizational representatives, government officias and
community members, following broadbased
outreach to involve people in the forum process.

One of the most comprehensive public forum ap-
proaches was described in the Michigan report as
part of the Council's "Consumer Response Initiative"
(CRI). The CRI included public forums held in six
communities around the state, attended by 1,300
people. Approximately two-thirds of the forum par-
ticipants were people with disabilities.

The State Council reports reflect various styles and
formats for the forums, from informal discussions to
more forma hearings that provided opportunities
for testimony. It was clear from the reports that
Councils found the public forums to be an important
component of their 1990 Report activities, in particu-
lar as an additional opportunity for direct consumer
input.

Plans for Implementation

Many of the State Planning Council reports included
recommendations directed to the Council, eg., "The
Council should develop ongoing strategies for in-
volving people with developmental disabilities and
their families in measuring the impact of its efforts to
promote integration, productivity, and indepen-
dence." (New York report)

Most of the reports contained only general state-
ments regarding the Councils' plans for implementa-
tion. The specific strategies for implementing state
report recommendations can be found in the State
Developmental Disability Two-Year Plans recently
submitted by the Councils to the Administration on
Developmental Disabilities.

A few reports included specific plans for implemen-
tation. The strategies most frequently noted were
codlition building in advocating for the 1990 report
recommendations; use of the findings in educating
policymakers; supports to consumers in their advo-
cacy and empowerment efforts; and the develop-



ment of models to demonstrate the potential of new
approaches to systems building or services. Among
those less frequently cited were inter-agency collabo-
ration; improved data collection; public education;
and the appointment of Council representatives to
other planning units.

One of the most notable examples was the report
submitted by Guam, which presented Council
"action steps’ in relation to the issues and recom-
mendations. For example, the lack of respite care
was addressed by the recommendation to investi-
gate and establish an adult day/respite care pro-
gram for the purpose of determining the feasibility
and costs associated with these services. The rele-
vant action steps were that the Council will offer a
contract to conduct a feasibility study using funds
identified in the Guam Two Year Developmental
Disabilities State Plan; complete the study by De-
cember 1991; and forward the findings and recom-
mendations of the study to the Guam legislature and
governor for appropriate actions.

I dentification of People Who Are Unserved and Underserved

The Stale Planning Councils were required by P.L.
100-146 to identify people with developmental dis-
abilities who are currently unserved or underserved
in the state or territory. The Councils' analysis was
to include an examination of how those groups iden-
tified as unserved or underserved were being &-
fected by eligibility criteria and by the availability,
scope and effectiveness of state administered ser-
vices, as well as the identification of relevant barriers
and implications for the division of responsibilities
among state agencies. Population subgroups noted
in P.L. 100-146 included people with physical or
mental disabilities, people with a combination of
physical and mental disabilities, people with "dual
mental impairments" (e.g., mental retardation and
mental illness), and members of racial and ethnic
minority groups, as well as other groups identified
by the Councils in developing their reports.

The Council reports reflect various approaches to the
identification of subgroups of people with de-
velopmental disabilities who are currently un-
served or underserved within the states and ter-
ritories. One of the most comprehensive reviews
is found in the Colorado report, which included
a detailed discussion of the unmet needs and
barriers affecting some twenty subgroups of the
population of people with developmental dis-



v People with developmental disabilities
were found to be unserved and under-
served.

abilities. The report noted the methods used to
obtain this information, including specia studies
conducted by service agencies; focus groups to
reach consumers; follow up interviews with con-
sumers identified as unserved through the con-
sumer survey; interviews with providers and ad-
vocacy organization representatives; and review
of information on waiting lists.

Although every Council identified at |east one pop-
ulation subgroup as unserved or underserved, it
should be noted that the one group named in all re-
ports was people with developmental disabilities in
general. Others identified, in descending order of
frequency were as follows:

* Individuals with severe, multiple or very chal-
lenging disabilities, including behavior as well
as health-related needs (49 states)

» People with physical disabilities, in particular
people with cerebral palsy, head in-
jury/traumatic brain injury, or epilepsy (43
states)

* People with mental health needs, including
those with both mental illness and another de-
velopmental disability, adults with serious long
term mental illness, or children with serious
emotional disturbance (42 states)

¢ |ndividuals with mental retardation or other
cognitivelimitations (36 states)

* People with sensory disabilities, especially those
with hearing impairments or those with a com-
bination of deafness and blindness (29 states)

* People with low incidence disabilities, such as
Prader-Willi syndrome, Tourette syndrome,
tuberous sclerosis, and Tay-Sachs (20 states)

*  People with autism (16 states)

Other characteristics found by Councils to be associ-
ated with being unserved or underserved included
being a resident of arural or other underserved area
of the state (40 states); being low income (34 states);
and membership in a racial or ethnic minority group
(28 states). Some reports also identified barriers as-
sociated with age, including young adults who "age
out" of the education service system in an area
where employment and other adult services are
unavailable or older individuals with developmental



¢

disabilities. Seventeen Councils also reported barri-
ers to some people with developmental disabilities
because of state administered programs' use of €li-
gibility definitions other than the federal or other
functional definition of developmental disability.

Councils identified many areas of services and sup-
ports where people with developmental disabilities
were unserved or underserved in the state or terri-
tory. These observations are summarized through-
out thisreport in relation to the various life areas. In
addition, several Councils identified some people
with developmental disabilities as being inappropri-
ately served in relation to the promotion of inde-
pendence, productivity and community integration.
The groups identified as inappropriately served
were primarily those in segregated settings, includ-
ing institutional living arrangements, sheltered
workshops, and segregated |earning environments.

Recommendations for State Agency Responsibility

State Council reports included recom-
mendations on state agency responsibili-
ties.

Under the requirements of P.L. 100-146, State Coun-
cils were to examine state agency administered pro-
grams and services supported by federal and state
funds. One aspect of this review was an assessment
of barriers to needed services in relation to the as-
signment of responsibilities among state agencies.

The majority of Developmental Disabilities Planning
Councilsin the states and territories concluded that
some of the barriers to people who are unserved or
underserved were related to the assignment of re-
sponsibilities among state agencies. Findings were
mixed between absence of state agency responsibil-
ity for particular populations (e.g., no agency with
specific responsibility for services to people with
physical disabilities) and use by state agencies of a
definition for eligibility other than the federal or
other functional definition of developmental disabil-
ity, which therefore limited access to services. In
addition, Councils in ten states reported that cur-
rently unserved or underserved groups, in particular
people without mental retardation, were technically
eligible for supports and services, but were not re-
ceiving them.

Virtually al State Council reports included several
recommendations regarding the assignment of state
agency responsibilities to reduce barriers to a variety
of supports and services for unserved/underserved
people with developmental disabilities in general or
for gpecific subgroups. Thirty-two Councils specifi



cally addressed the issue of state agency designa-
tions in their recommendations.

State Council recommendations varied from general
assignments of responsibility to designations of spe-
cific authority for individual services or populations.
The most comprehensive set of recommendations
was found in the report from the Planning Council
in the Commonwealth of Puerto Rico, which in-
cluded recommendations on responsibility to people
with developmental disahilities of various ages and
their family members.

The population group mentioned most frequently in
these recommendations was people with develop-
mental disabilities other than mental retardation, or,
in two reports, those with neither mental retardation
nor mental illness. Next in frequency was un-
served/underserved people with developmental
disabilitiesin general. Others noted included people
with the dual diagnosis of mental illness and another
developmental disability, people with multiple dis-
abilities or severe health care needs, people with
head injuries, and peoplein various age ranges.

Among recommendations regarding state agency
assignment for specific supports and services, case
management was mentioned most frequently.
Others noted in the Council reports were supports to
individuals and families, housing, employment and
vocational supports, aging services, and transporta-
tion.

The mgjority of State Councils made recommenda-
tions of specific agency assignments. Councils in
three states specified that a recommendation regard-
ing state agency responsibility for people with de-
velopmental disabilities was not being made. As
proposed by the Minnesota Council, "We recom-
mend that each existing agency work to ensure the
needs of al people who are unserved and under-
served are met. There is no single agency that can
accomplish this mission alone."

Presentation to the Governor and Legislature

€ Governors received the 1990 reports from
the Councils on January 1,1990.

Nearly all State Councils noted that the reports were
to be presented to the respective governors and leg-
islatures on January 1, 1990. These presentations
were reflected in the transmittal letters from the
governors received by the Department of Health and
Human Services.



The Secretary of Health and Human Services re-
ceived reports from State Developmental Disabilities
Planning Councils in 55 states and territories. (The
Virgin Islands Council was not required to provide a
report.) These reports were received by the Secretary
from January 9 through April 2, 1990. This summary
is based on 53 State Council reports. The remaining
two reports were not received in time for inclusion
in this summary report.

ADD Support to the Developmental Disabilities Planning Councilsin
the 1990 Report Process

The Administration on Developmental Disabilities
(ADD) has provided extensive leadership in its sup-
port to the State and Territorial Developmental Dis-
abilities Planning Councils throughout the 1990 re-
port process. After passage of the legislation, ADD
began planning activities to implement the 1990 re-
port provisions. It was determined that if a national
summary report to Congress was to articulate the
major issues affecting people with developmental
disabilities, then states and territories should be en-
couraged to conduct their 1990 report activities in
ways that would produce information that could be
analyzed at the national level. An important first
step was to encourage consensus among the State
Developmental Disabilities Planning Councils on a
common approach to meeting their 1990 report re-
quirements.

ADD, in collaboration with the National Association
of Developmental Disabilities Councils (NADDC),
convened a work group made up of representatives
of seventeen State Councils and of ADD. States were
selected to participate in such a way as to ensure
geographical representation, program size/type
(e.g., urban/rural, minimum allotment/maximum
allotment), and a mix of Council members and gaff,
including primary consumers.

The primary vehicle of support has been ADD's
technical assistance grant awards to NADDC, the
only national organization representing the individ-
ual State and Territorial Councils. Grants provided
in fiscd years 1988 and 1989 have been used by
NADDC to provide technical assistance to the State
Councils, as described in the following section. Ad-
ditional support to the technical assistance effort was
provided through ADD supplementary grants to the
University of Illinois at Chicago/University Affili-
ated Program (UAP) and the Temple University De-
velopmental Disabilities Center/UAP.



. The Administration on Developmental
Disabilities has participated throughout
the 1990 report process.

ADD dgff have participated throughout the 1990 re-
port development process as members of the na-
tional advisory committee on the 1990 report ap-
pointed by NADDC In addition ADD has spon-
sored training sessions and made presentations on
the 1990 report at two ADD Commissioner's Forums
held in 1988 and 1989. Related assistance to Coun-
cils has been available through the following recur-
ring datasets funded by ADD:

* The public expenditures project of the Univer-
sity of Illinois at Chicago/UAP

* The residential services data project of the Uni-
versity of Minncsota/UAP

* The supported employment data project of the
Children's Hospital Medical Center/UAP

Severa of the State Council reports reflect use of one
or more of the recurring datasets, especialy informa-

tion on public expenditures from the University of

[llinois at Chicago/UAP. For example, the Califor-

nia report includes a section entitled "Facts - Cdifor-

nia vs. Nation" which uses findings in the UAP's
Third National Sudy of Public Spending for Mental Re-
tardation and Developmental Disabilities: Summary
{Braddock et al., 1989) to compare California with

other states and with national averages. The com-

parisons included factors such as the total state and

federal commitments to developmental disabilities
services 1977 to 1988; state personal income growth
over the same period; use of federa funds for insti-
tutional and large (more than fifteen person) congre-

gate facility services in the state; public expenditure
trends for community-based services; and projected

use of state institutions.

More recently, the current ADD grant to NADDC
has supported preparation of a thorough compila-
tion of the individual Council reports submitted by
the states and territories and of the collective find-
ings of the state consumer surveys. These reports
are available to Councils as part of the ongoing
ADD/NADDC assistance which is now focused on
the implementation phase of the 1990 report process.
The State Planning Council reports also have been
used extensively in the preparation of this summary
report.



The Technical Assistance Activities

Discussions of ways to enhance the 1990 report pro-
cess began even prior to the enactment of P.L. 100-
146. The Administration on Developmental Disabili-
ties has worked closely with an advisory committee
of the National Association of Developmental Dis-
ability Councils to support technical assistanceto the
individual Councils through their national organiza-
tion.

The mgjor components of the NADDC technical as-
sistance program on the 1990 report have been:

» Development of a common consumer survey in-
strument, used by all but two of the Councils

* Training in consumer survey implementation
» Guidance on policy analysis technigues
» Dissemination of federal program information

* Resource materials on outreach to consumers
and advocates for people who are currently un-
served or underserved

» Technica assistance on media relations to pro-
mote 1990 report visibility

NADDC has worked closely with the Temple Uni-
versity Developmental Disabilities Cen-
ter/University Affiliated Program (UAP) in relation
to the consumer survey activities. In addition to
their work in survey design and technical assistance,
the Temple UAP also has produced the state con-
sumer survey compilations used by the individual
Councils in preparing their reports, as well as the
overall compilation of state consumer survey find-
ings. Early technical assistance activities were par-
tially supported by the UAP at the University of Illi-
nois at Chicago, as well as by voluntary contribu-
tions of many of the Councils. The primary re-
source, however, has been the Administration on
Developmental Disabilities grant program for Pro-
jects of National Significance.



Results of These Efforts

4 The19% reports include approximately
3,200 recommendations to improve the
lives of people with developmental dis-
abilities.

’ Recommendations were sometimes un-
clear as to whether they were directed at
federal or state policy.

L 4 Matre than 15,000 people with develop-
mental disabilities were personally in-
terviewed in the consumer surveys.

Fifty-five State Developmental Disabilities Planning
Council reports have been submitted to the Secretary
of Health and Human Services by the governors of
the states and territories. The reports range from a
twenty-page summary of state findings and recom-
mendations to eight reports with over 300 pages.
Many reports included references to additional vol-
umes available from the Council, most frequently
separate reports on consumer survey findings and
policy analysis.

Altogether, over 3,100 issue statements and approx-
imately 3,200 recommendations regarding the needs
of people with developmental disabilities were
found in the Councils' reports. They reflect the ex-
amination of many hundreds of state programs and
of scores of federal programs, as summarized in the
following chapters.

At the same time it should be noted that it was not
always clear in some Council reports as to whether
the issue, barrier, or recommendation is a matter of
federal policy or state policy. Although nearly dl
reports included findings specific to federa policies,
the reports aso vary considerably in their relative
focus on federal policy issues. Consistent with the
focus of the legidative requirements, the preponder-
ance of information in the Council reports was fo-
cused on state policies and programs. It should be
noted, however, that this information in many cases
included state implementation of federal programs.

The reports contain extensive references to the role
of consumers in the identification of issues and bar-
riers and in the shaping of the recommendations.
More than 15,000 consumers participated in the state
consumer survey process alone, with countless addi-
tional consumers and family members providing in-
put through participation in public forums, as Coun-
cil members, and as members of the many special
State Council 1990 report task forces and commit-
tees. Collectively these reports represent the largest
and most comprehensive examination of the needs
and preferences of people with developmental dis-
abilities ever undertaken.

Related materials produced through the 1990 report
effort include the state consumer survey database
and the baseline data on federal programs prepared
as part of the technical assistance activities.



‘ A major resource for the 1990s

¢ A major state planning and policy re-
source

The summary information contained in this report
will serve as a mgjor resource at all levelsin the re-
view of current programs and policies and in the de-
velopment of new initiatives to promote full citizen-
ship for people with developmental disabilities. The
interests and wishes of consumers voiced through-
out this summary, along with the comments of their
family members, will be an essential referent for pol-
icymakers throughout the government. The per-
spectives of the states and territories will provide
further guidance in relation to the potential impact
of future changes in federa policy. In addition, the
databases on state consumer surveys and on federa
programs can be used as baselines in future assess-
ments of progress toward meeting the goals of inde-
pendence, productivity and community integration
of people with developmental disabilities.

Similarly, both this summary and the individual
State Council reports will be a major resource to the
states and territories as they address the issues and
recommendations coming out of the 1990 report ini-
tiative. The information developed by each Council
in preparing its report will serve as a benchmark
throughout the 1990s as progress toward implemen-
tation of the recommendations is assessed. For ex-
ample, the North Carolina report included the fol-
lowing recommendations:

* The data from the consumer satisfaction survey
be analyzed according to key issues identified by
the Council during the two year period begin-
ning July 1, 1990.

e The Council conduct a consumer survey every
three years beginning in January 1993.

« The Council conduct a statewide Consumer
Call-In every year beginning in January 1991.

In addition many State Councils noted that the 1990
report process will have long-range benefits through
the enhancement of collaboration among people and
organizations representing many different kinds of
developmental disabilities and the outreach to con-
sumers and family members who have previously
been unserved and underserved.

Further analysis of the information from the state
reports and the consumer surveys also will be ex-
tremely valuable to the larger developmental dis



ability research community. This summary report,
although providing a wealth of State Council find-
ings as illustrated in the following chapters, repre-
sents only the first step in tapping the potential con-
tribution of the 1990 report process.



l1l. Supportsto
Individuals
and Families



[1l. Supportsto Individuals and Families

Sate CouncilReports. Overview

% A support system should be developed
which is not tied to facilities, and which
includes supports which encourage the
participation of communities, neighbars,
and informal organizations; and supports
which are developed and funded based
on the needs of individuals.

—Tennessee report

Virtually all State Council reports included discus-
sion of both supports to individuals and supports to
families. In a few reports the focus was more on
family supports than on those targeted to the indi-
vidual with a developmental disability, in recogni-
tion of the family's critical role in supporting their
family member. This focus was evident in most re-
ports in their discussions of the needs of families
who are caring for a child with a developmental dis-
ability at home.

A variety of state-administered programs that use
state and federa funds were reviewed by the Coun-
cils in relation to the availability of supports. Pro-
grams addressed regarding supports to individuals
most commonly included personal care, case man-
agement, therapies, and other services that can be fi-
nanced through the Medicaid program; and pro-
grams designed to promote consumer independence,
such as Centers for Independent Living. Family
support programs identified in the reports were
predominantly those that have been developed and
funded by the states, although severa reports also
note the use of the Medicaid Home and Community
Based Services (HCB) waiver in relation to both
family and individual supports. Other federa pro-
gram references included the Medicaid Model
Waiver component of the HCB program; federal As-
sistive Technology Development grants; transporta-
tion funding through the Urban Mass Transportation
Act (UMTA) program; and the Socia Services Block
Grant.

Most of the Council reports highlighted considerable
information from their public forums and consumer
survey findings to illustrate the need for more indi-
vidual and family supports. Some noted, however,
that most people want a relatively small number
and amount of services. the primary issues werere-
lated to basic availability and the need to have ser-
vices that can be flexibly tailored to accommodate
individual needs and preferences.



%% Vision: people with disabilities can get

the supports they need wherever they
live. They do not have to accept limited,
restrictive 'placements’ in order 1o meet
their basic needs. They determine what
they need, select the supports they prefer,
and evaluate the effectiveness of services
provided.

—Michigan report

Vision: children belong with families
who are supported and respected. They
are the experts in their own lives and the
community supports them in meeting
their challenges. This commitment is re-
flected in the policies and actions of the
government.

—Hawaii report

Vision: in order for people with devel-
opmental disabilities to lead indepen-
dent and productive lives, they and their
families must be afforded the necessary
support services.

—California report

Goals and visions regarding supports to individuals
with developmental disabilities and their families
were found in virtually every State Council report.
Examples of supports to individuals included assis-
tance in daily living, or personal assistance services;
assistive devices and environmental adaptations
("technology"); assistance with service coordination
or "case management”; peer support; training in
community living; and other supports as needed and
selected by the consumer. The goals and visions in
the State Council reports projected systems in which
supports were tailored to the individual and that
promoted maximum consumer control over their de-
sign and delivery.

Coals for supports to families in the State reports
similarly advocated that families be able to select
those supports that meet their needs. Supports that
were typically defined as those that should be avail-
able to families included assistance with service ac-
cess and coordination, training in supports to their
family member with a developmental disability, and
access to child care. Respite services were defined in
the reports as supports that should be available to
both individuals and family members.

In many State Council reports a vision of supports
was associated with a shift in emphasis away from
facilities and services. Policy goals were then rede-
fined in terms of supports that enable the individual
to live, work and participate as independently and
productively as possible as an integral member of
the community.

There were some differences in emphasis between
supports to individuals and supports to families, as
noted above. In addition, the degree of emphasis
and the specific objectives in relation to supports
varied among the Councils, depending upon state-
specific characteristics and priorities. Nevertheless,
it is possible to group the findings in the State Coun-
cil reports on supportsin relation to seven goals:



% The vision, then, for people with disabil--

ities who require individual and family
supports, is to provide whatever it takes
to make their independence, integration,
and prodilcﬂvity inside the parameters of
society, and outside of an institution,
possible.

—Utah report

Vision: to have available services which
support families with maintaining their
child with a developmental disability at
home, and would assist them with find-
ing ways for their child to participate in
integrated opportunities in the commu-
nity.

—Missouri report

It is our policy to reduce dependence on
human services by increasing interde-
pendence in community life through a
focus on the gifts and capacities of peo-
ple who have been excluded from com-
munity life because of their labels.

-~Connecticut report

1. Accessto asystem of individual supports

One of the most frequently identified goals in the
State Council reports was that people with develop-
mental disabilities have access to a system of sup-
ports that enable them to have full quality of life and
that support them to achieve maximum levels of in-
dependence, productivity, and community integra-
tion. Related goas were that supports be available
in sufficient scope as well as quantity (e.g., in the
number of units of personal assistance that is cov-
ered) and that supports be affordable. Goalsin rela
tion to the quality of individual supports focused
primarily on flexibility, responsiveness to the needs
of the individual, and in particular on consumer
choice and control;

2. Availability of supports to families

Along with supports to individuals, the goal of
available supports that enable families in turn to
support their family member who has a develop-
mental disability was found across virtually al the
State Council reports. The primary family support
goal in many of the reports was to support families
of children with developmental disabilities, espe-
cialy in relation to the prevention of out-of-home
placements, in relation to goals that all children
should grow up in families. Similar to supports to
individuals, goals included scope as well as avail-
ability (e.g., number of hours of respite care); quality
in relation to individual needs as well as quality in
general; and approaches that help empower families.

3. Supports to communities

A related goal found in many State Council reports
was to support communities in ways that promote
greater understanding of the significance of inde-
pendence, productivity and integration in the lives
of people with developmental disabilities and that
enhance community efforts to develop interdepen-
dent models of support with people with develop-
mental disabilities and their families.



@ Vision: case management means a life-

long, goal-ariented process for coordina-
tion of the range of services needed and
wanted by persons with developmental
disabilities and their families.

—Wyoming report

Vision: service funding and support can
then "move” with the person..because
the funds are not attached to a residential
provider [or] workshop operator....

~Idaho report

Vision: all persons including those with
maobility impairments are entitled to the
unlimited use of public transportation
services which are accessible, affordable,

and appropriate.
—Massachusetts report

Friendship and support are important to
everyone, regardless of their age or cir-
cumstances.

—Georgiareport

4. Information and coordination supports

The goals regarding information and coordination
services found in the State Council reports were that
they be available to al individuals with develop-
mental disabilities and families who need them. The
primary goal regarding information and referral in
the reports was that there be a free, coordinated in-
formation and referral system that all consumers and
families could easily access from their homes. Re
garding coordination of assistance, eg., "case man-
agement,” the typical goal found in the State Council
reports was that individuals and families be able to
receive coordination assistance that is focused on
supporting the person with a developmental disabil-
ity to reach individualized goals of independence,
productivity and integration.

5. Sufficient resources

Cutting across the goals regarding specific supports
to individuals and families were goals in the State
Council reports regarding resources. The general
thrust of these goals were that sufficient resources be
available to assure that supports are available when
needed. Related goals found in the reports de-
scribed funding mechanisms that promote choices
and control by individuals and families of the sup-
ports they obtain, e.g., through non-restricted cash
grants or vouchers.

6. Accessible, affordable transportation

Many of the State Council reports identified goalsin
relation to transportation supports, including public
transportation of various modes as well as special-
ized means. Typical goals included increased acces-
sibility of transportation, affordable transportation
that is both safe and accessible, and improved safety
and quality of transportation. These goals were fre-
quently tied to goals of enhanced independence,
productivity, and active participation in their com-
munities for people with developmental disabilities.

7. Socia and recreational opportunities

Goals also were identified across the State Council
reports regarding the availability of socia and recre-
ational opportunities for people with developmental
disabilities. The particular focus of these goals in
most of the reports was on opportunities that enable
people with developmental disabilities to enjoy a full
range of leisure activities and to know the joys of
personal friendships with other members of the
community.



1. Accessto a systemof supports

State Council Reports: Accomplishments and Opportunities

* Increased availability of personal atten-
dant services

* Federal grants to support the availability
of technological 2ids

Many programs were identified by the State Coun-
cils in their descriptions of supports to individuals
with developmental disabilities, focused primarily
on the state or local level. Someincluded collabora-
tion with advocacy organizations in the private sec-
tor. For example, county offices on disability in
New Jersey and the Governor's Committee on the
Disabled initiated a demonstration program of per-
sonal attendant servicesin 1986 at the urging of the
Eastern Paralyzed Veterans Association. Its success
led to legislation making the program permanent,
with state funding administered by the New Jersey
Department of Human Services. The current state
appropriation for this program is $5 million.

The Pennsylvania Attendant Care program utilizes a
combination of state funds and the federal Social

Services Block Grant, as well as consumer payments
on a dliding scale. The program is available across
the state and is currently reaching 1,013 adults with
physical disabilities with an average of 40 hours per
person per week. Attendants may assist with per-
sonal care tasks such as bathing and dressing and
other daily living activities, e.g., shopping, cleaning,
and letter writing. A key aspect of the program isits
emphasis on consumer control, with services de-
signed to be at the direction of the people with dis-
abilities who are receiving them. Consumers are ex-
pected and encouraged to hire, train, pay, and if nec-
essary to fire their own attendants, with assistance
available from the program as appropriate.

Most of the nine states which received a federal
grant to support expanded availability of assistive
technology and adaptive devices authorized by the
Technology-Related Assistance for Individuals with
Disabilities Act of 1988 (P.L. 100-407) noted its sgnif-
icance in their report. Asdescribed in the Arkansas
report, the grant proposal was produced through a
consumer-focused planning process, including im-
portant recommendations on the development and
delivery of technology resources.
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Technology has made it possible for us to
express our ideas and feelings and let you
discover that we do have things to say.
Computer technology is one of the most
important keys in making a person with a
disability become more productive and in-
dependent."”

—Minnesota consumer

Enhanced technology to benefit people
with severe disabilities

Improved support to older people with
developmental disabilities

Existing centers on technology were featured in the
Nevada and Pennsylvania reports, as follows:

e The Nevada Technology Center, established by
the Nevada Council on Developmental Disabili-
ties, is designed to be a major resource to the
community in offering up-to-date information
on the latest advances in technology, the newest
applications of assistive devices, and a clearing-
house for national information on rehabilitation,
special education, and technology related assis-
tance. (Nevada report)

* The Pennsylvania Assistive Device Center has
contributed to the dissemination and availability
of assistive technology services for children with
disabilities who receive special education. This
center is funded through P.L. 94-142 (specia ed-
ucation) funds administered through the state
Department of Education and working through
the school system. The Center provides long
term loans of technological devices to individual
children, to be used at school and/or at home.
The Center also loans devices for short periods
of time for trial usage. Training activities have
focused on regional liaisons that work closely
with the individual, teacher, and parent. The
Center has been operating for six years and has
served over 500 children. (Pennsylvania report)

The Nevada report also highlighted its Adults
Communicating through Technology project, a hew
program at the Nevada Technology Center that
serves non-speaking adults with severe disabilities
who would benefit from communication training on
computers using alternate input devices. All of the
participants in the program were sitting at home be-
cause there were no other programs available to
them.

Advances in supports to older individuals with de-
velopmental disabilities also were noted in some re-
ports, reflecting the interest in supports that span the
entire lifetime. The Wyoming Task Force on Aging
and Developmental Disabilities, founded in 1986 by
the state Commission on the Aging, is working to
improve coordination in both the aging and devel-
opmental disability networks. Activitiesinclude dis-
semination and joint training in best practice models.
"Master trainers' are being certified who will then
train generic service providers in both areas on ways
to work with people who are both elderly and have a
developmental disability. In Utah, the Governor's
Council for People with Disabilities has funded a



project to provide individualized services for people
who are elderly or whose parents are elderly.

State Council Reports: Critical Issues and Barriers

The lack of availability of supports to individualsin
many communities was a common concern across
the Council reports. The need for individual sup-
ports was frequently reported in consumer survey
data.

Summary data from the state consumer surveys
indicated that the five most needed individual sup-
ports, other than transportation and case manage-
ment, were communication support (40 percent),
companion/friend advocate (34 percent), physical
therapy (33 percent), occupational therapy (32 per-
cent), and consumer self-help or support groups (28
percent). These percentages represent the responses
of 13,075 consumers, or, in some cases, their surro-
gates, when asked which services or supports would
provide the most help to them in living, going to
school (children) or working (adults), and partici-
pating in the community, regardless of whether or
not they were currently receiving it. The unmet
need for these supports—i.e., the proportion of the
13,075 respondents who said they needed the sup-
port but were not receiving it—is illustrated in the
following figure.

Percent of Population Needing Most Needed Individual Supporte
(Summary of State Consumer Surveys)

V' Availability of individual supports and
therapies is limited.

Unmet Need

W et Need

wslcal Therapy  Occupationa! Self-help

Therapy Support Group

Typical observations by State Councils on the avail-
ability of individual supports included the follow-

ing:

* Thereis a need for physical therapy, including
massage and exercise programs, for adults with
cerebral palsy. (Colorado report)



o/  Limited resources

¢ Limited coverage

&  There are only two interpreters for people
with hearing impairments in the Upper
Peninsula..”

—Michigan consumer

I shouldu't have to choose between a
wheelchair or a communication system,”

—Georgia consumer

* Very limited resources are available to provide
attendant care for persons with developmental
disahilities. (Georgia report)

* Many adults with disabilities who need adaptive
eguipment or assistive devices have limited fi-
nancial means and no health insurance, yet are
ineligible for Medical Assistance (Medicaid)
benefits. Often these same persons do not qual-
ify for Vocational Rehabilitation services. As a
result they must rely on the generosity of chari-
table organizations or do without. (New Jersey
report)

* There is a waiting list for the Attendant Care
Program for services of 500 persons and some
persons have had their number of hours of at-
tendant care cut back as a result of funding
shortages. (Pennsylvaniareport)

e Tennessee's Medicaid plan mainly covers costs
related to physician care, hospital care, and pre-
scribed drugs. It does not include services such
as therapy for speech, hearing and language dis-
order, or personal care services, which have the
potential for allowing persons with developmen-
tal disabilities to function with greater indepen-
dence, productivity and integration into the
community. (Tennessee report)

e The critica issue with support servicesis avail-
ability, especidly in rura areas. (Utah report)

* In spite of all the positive aspects of community
integration, appropriate day activities for older
people with developmental disabilities are not a
reality. At thistime, few people use regular se-
nior center facilities and training is needed by
daff in order to understand how seniors with
specia needs fit into programs. (Washington

report)

The barriers to supports noted most frequently by
the State Councils were funding levels (discussed
below), digibility for programs providing supports,
and affordability. A mix of eligibility barriers were
identified, in particular regarding technology, Cen-
ters for Independent Living, and generic programs
for people who are elderly. Affordability barriers
were found especialy in relation to technology, in-
cluding high costs to consumers in general and lack
of coverage by third party payors.



o My attendants don't do what I need them

to do. Sometimes 1 have to sleep in a chair
because my attendant won't help me to
bed. I'm afraid that if I fight back, I will
lose my attendant and then lose my inde-
pendence.”.

—California consumer

About one-third of the State Council reports noted
concerns regarding the effectiveness of individual
supports. The primary issues involved lack of con-
sumer involvement, supports not being designed in
relation to individual needs, and lack of consumer
control over their personal assistance services.

Some Council reports also noted concerns regarding
the quality of individual supports, in particular per-
sonal assistance services. For example, one state
(Cdifornia) reported that "attendant services are
often poor in quality, not accessible or not afford-
able, and people with developmental disabilities
often have little control over their attendants.”

State Council Reports: Recommendations

-> Supports to individuals should be a ma-
jor policy goal in the 1990s,

-> Expand access to supports through
changes in the Medicaid program.

State Developmental Disability Planning Council
recommendations to expand the availability and ar-
ray of supports to individuals found in the reports
were stated, for the most part, as general goals. This
is exemplified by the following statement in the
Louisiana and five other reports:

S_uSgB_o_rt_s to individuals with developmental
disanilities that promote their independence,
productivity and integration into the com-
munity should be a major policy goal in the
1990s, embodying the following principles:
maximum consumer_control and direction-
priority for community based services, and
availability to peoplein all areas, of all aPes,
and with al types and levels of disability
(Louisiana report)

Federal:

Most individual support recommendations from
State Councils targeted to the federal government
identified the need for changes in the Medicaid pro-
gram that would permit expansion of supports cov-
erage at the state level. For example, the Maryland
report recommended active support of the Medicaid
Home and Community Quality Services Act of 1989
(S. 384) because it would allow states to receive fed-
erd financid participation for services such as occu-
pational and speech therapies, dental services, and
structural and environmental modifications such as
ramps and grab bars, without the requirement to ex-
tend similar benefits to the entire Medicaid eligible
population. The primary recommendation found in
this area was that individual supports financed
through the Medicaid program should not be tied to
"medical necessity."



=P Increase Medicare coverage of supports
to individuals.

=% Require access to federally funded aging
services.

=P Increase the scope of Medicaid services.

State Council recommendations regarding the Medi-
care program included removal of program restric-
tions on payment for assistive devices, such as com-
munication technological aids; and the development
of long term care benefits as part of the Medicare
program.

Without reference to either the Medicaid or Medi-
care program, the New Jersey report recommended
the development of a national program of personal
attendant services, with partial federa funding and
defined federal quality standards. The Maine report
included a recommendation for full funding of the
Technology-Related Assistance for Individuals with
Disabilities Act.

Expanded availability of aging services was recom-
mended in a few Council reports in relation to pro-
grams funded through the Older Americans Act.
For example, the Washington report recommended
that Area Agencies on Aging berequired to provide
a written plan of accommodation to serve people
with developmental disabilities, coupled with a re-
quirement that they target this population as a con-
dition of receiving federal funds.

Federal/State:

About haf of the State Council reports included
specific recommendations on enhanced state use of
federal programs that would increase the availability
of supportstoindividuals. The federal program ad-
dressed most frequently was Medicaid. The primary
recommendation was for increased scope of covered
services under the state's Medicaid program. For
example, the Tennessee report recommended that
Medicaid restrictions on the financing of home and
community based supports should be removed so
that these services can be made available to people
regardless of the nature of their developmental dis-
ability, and that the availability should not be lim-
ited to "medically necessary" services. Other rec-
ommendations focused on the state's HCB waiver,
such as the Maryland recommendation advocating
an amendment to the state's current waiver that
would broaden the array of services eligible for re-
imbursement to include speech and audiology, envi-
ronmental controls, personal attendant services,
respite care, and occupational therapy.

Other Planning Council recommendations in this
area included enhanced use of the Centers for Inde-
pendent Living program, improved access to pro-
grams funded through the Older Americans Act,



- Expand the availability of technology.

expanded use of the Foster Grandparent Program,
and pursuit of Technology-Related Assistance
grants.

State:

The greatest proportion of the State Council recom-
mendations regarding supports to individuals were
targeted to state governments. Severa state reports
advocated initiatives to expand the availability of
assistive devices and technology, as illustrated by
the following:

* Alabama should take advantage of state and na-
tional expertiseand develop a consumer-respon-
sive assistive device/technology program.
(Alabama report)

* Improve inter-agency cooperation in the devel-
opment of consumer-responsive policies and
procedures regarding funding and delivery of
technology services. (Arkansas report)

* A mechanism to provide state-of-the art techno-
logical assistive devices must be developed at
the state level in order to provide them to people
in need. (California report)

Another support that was the focus of many Council
recommendations was personal assistance services.
The primary recommendation was to increase the
availability of these services, presented in most
states as a recommendation to expand present ser-
vices and in a few states to develop them. Other
recommendations were addressed to expanded eli-
gibility and increased control of their personal assis-
tance services by consumers.

Other Planning Council support recommendations
included:

»  The promotion of informal supports
* Increased availability of interpreter services

» Greater availability of therapies such as physical
therapy and speech therapy

* Supports to help older individuals enjoy their
retirement years

» More flexibility and focus on individuals

* Increased consumer and family input in genera



A few Slate Councils recommended that supports be
made available to individuals with developmental
disabilities within the criminal justice system.

2. Availability of supportsto families

Accomplishments and Opportunities

K Parents helping parents

)

Who takes care of the caretakers?"

—~QOhio parent

We have gotten some respite care from the
Family Support program. It has given my
husband and me a chance to have time to-
gether. We rekindled a friendship with
another couple from 23 years ago.”

—~Georgia parent

Virtualy al State Council reports noted the signifi-
cance of family supports that in turn help them pro-
vide support to the individual with a developmental
disability. A type of support noted in a few reports
is that of parents helping other parents. For exam-
ple, the Parent-to-Parent Network in Georgia grew
out of parent comments at a series of statewide
workshops. Through this program parents who are
coping successfully with supports to a child with a
developmental disability are screened and trained to
provide support to parents of newly identified chil-
dren with disabilities. Every effort is made to re-
spond to the initial contact within 24 hours. The
network has been replicated nationally.

Other examples include:

» Additional child care resources developed in Lit-
tle Rock, Arkansas, through a state Devel opmen-
tal Disabilities Council grant to the Association
for Retarded Citizens(ARC)/Arkansas. The
project has promoted integrated preschool ser-
vices for children with developmental disabili-
ties, including placement into cooperating day
care centers who then receive technical assis-
tance on ways to work more effectively with the
children. (Arkansas report)

» The Wisconsin Family Support Program began
in 1983 with Council-funded demonstration
projects. It was designed with the specific intent
of providing help to families who have a child
with a disability at home and to help families
keep their children at home. Its successful be-
ginnings were the basis of state legislation
passed in 1985 to establish the program offi-
cialy. Itisthe intent of the program that plan-
ning and support services be consumer-di-
rected/family-directed.

Because the program provides community sup-
ports to children in a system that in the past has
primarily served adults, the Family Support
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Program has provided the link that makes the
"system™” now respond to the family, not just the
adult individual. Children who are successfully
served by the Family Support Program now are
connected with a family and a community al of
their lives. (Wisconsin report)

* The pilot Family Support Projects that the
Council and Oregon Mental Health Division are
currently sponsoring in three regions in the state
were frequently cited as examples of the more
positive orientation of the service system. Many
(1990 report) respondents thought that families
should become the hub around which would re-
volve the array of support resources (formal,
quasi-formal and informal) offered by the ser-
vice system. (Oregon report)

State Council Reports: Critical Issues and Barriers

I have not been out with my husband in 10
vears. I need respite care on a weekly ba-
sis or the family will fall apart.”

—Maine parent

Critical lack of respite services and child
care

As with supports to individuals, the major issues
identified in the State Council reports regarding
supports to families were that not enough are avail-
able, or that they are not available in the form or
amount that families need them to be. Forty-two
states specificaly noted that supports to families are
not sufficiently available.

Two types of support particularly identified as
lacking were respite services and child care. This
was supported by findings of the state consumer
surveys regarding supports to families and other
caregivers. The five family supports found to be
most needed overall were in-home and out-of-home
respite care (28 and 23 percent, respectively, of the
13,075 respondents); family support groups (22 per-
cent); family counseling (17 percent); and behavior
management assistance/training (16 percent). The
unmet need for these supports is illustrated in the
following figure. The summary of state consumer
surveys also indicated that although only 12 percent
of the respondents expressed the need for child care,
over three-fourths of these respondents were cur-
rently not receiving child care services at the time
they were surveyed.
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Percent of Fopulation Needing Most Needed Family Supports
(Summary of State Consumer Surveys)

Unmet. Need

B Met Need

Rzepita (- Respite (outslds  Family Support
home) home) Group

All we really want is a good night's
sleep...we said earlier this was like a full-
time job, But in a job, if you are sick, you
can take time off...But the job of caring
for Matthew continues."”

—Michigan parent

One wish: my husband and I could get
away for a weekend once in a while. We
have not been on a weekend anywhere
since the day he was born. Respite care
workers could not handle him for that
long a period."

—Wisconsin parent

__

Farily Beravior Mgm<.
Coumseling Assisg,

The primary concern in relation to respite was that it
was not available. This was frequently supported by
poignant testimony from parents regarding their
overwhelming need for such assistance. As illus-
trated in the following excerpt from the North
Dakota report, other significant concerns raised were
limits on the amount of respite services available,
quality concerns, and affordability:

Access to respite care for persons with de-
velopmental disabilities is more restricted
than it is for persons who are eIderIY and
those with other kinds of disabilities.
Respite care is generally limited to fifteen
hours per month, 180 hours per year, and is
generally restricted to persons with a pri-
mary or secondary diagnosis of mental re-
tardation, while respite care for others has
no such limit and is'in fact provided on the
basis of individual need.

Limited availability of trained and compe-
tent respite care workers is often cited as a
primary reason for respite services not being
available in a timely and consistent manner
for al persons who need such services.

The $5.00 to $3.60 hourly rate for respite care
services has become prohibitively expensive
for many families and individuals, even for
those who are eligible on the basis of in-
come/means testing to have the state as-
sume a share of the costs. As such, many
families and individuals who legitimately
need respite care choose not to. Besides be-
ing a disincentive to access, high hourly
rates reduce the overall amount of funding
available, which in turn erodes the number
of individuals who can be served. (North
Dakota report)



V’ Parents need child care in order fo main-
tain employment.

o One of my priority needs is day care ser-
vices for my daughter who has severe dis-
abilities. As a working mother, I have to
have this service to eontinue employment.
If Ilose my job, I will have to become de-
pendent on the state.”

—Texas parent

Planning Council concerns about the lack of child
care frequently were associated with the difficulties
of maintaining employment, as illustrated by the fol-
lowing concerns:

* Thegapin day care services often places asingle
bread winner whose child has an acute problem,
such as an upper respiratory condition overlay-
ing a developmental disability, in ajeopardized
situation...care for the child at home and risk the
loss of a job or send the child to school and risk
aggravating the status of the child's health.
(Alabama report)

*  Vey few community day care facilities are will-
ing or able to meet the needs of young children
with developmental delays. (Arkansas report)

* A total of 159,000 exceptional needs children in
Cdlifornia have employed mothers, and at least
80,000 of these need child care. Children with
disabilities or exceptional needs are under-rep-
resented in publicly and privately funded child
care programs, and there is a need for special-
ized training of day care providers to service
children with medical and behavioral problems.
It is estimated that state supported child care
programs serve less than 1,000 exceptional needs
children requiring child care services.
(Cdlifornia report)

* Families in Texas are unable to find child care
for their children with disabilities. Parents gen-
erally stated there are no day care centers in
their local area which will accept their children,
even if parents are willing to pay the additional
costs of providing care for their child. (Texas re-

port)

Some State Council reports raised the question of &-
fordability of child care supports. For example, a
parent who participated in one of the 1990 report fo-
cus groups in Utah commented that she had to pay
someone $4.50 an hour to be with her child who has
autism, while her own earnings are only $5,00 an
hour. She said it seemed futile to work because she
is unable to keep up with the costs associated with
her son's disabilities.

In some cases, Council reports noted that family
supports are less available for children with more



State Council

-> Expand access to family supports.

severe or challenging disabilities. For example, the
Massachusetts report noted that "families and care-
givers who need specialized kinds of respite carein-
volving medical or behavioral expertise have few
placesto turn." Other reports identified members of
various racia or ethnic groups who are particularly
lacking in available and appropriate family supports,
including Native Americans living on reservations
(South Dakota), people in rural areas (Florida), and
Hispanic families (Colorado). Specific eigibility bar-
riers were noted in seven reports.

Severa reports also raised the issue of the quality of
family supports that are available, primarily in rela-
tion to gaff qualifications. More broadly, about one-
third of the reports cited reduced effectiveness of
family supports because of the lack of family in-
volvement.

Reports: Recommendations

The recommendation made most frequently by State
Developmental Disabilities Planning Councils was to
expand the availability of supports to families. This
recommendation was made by thirty-eight states
and territories. The primary recommendation was
for supports to families to be more available in gen-
eral. Other cross-cutting family support recommen-
dations were that they become a priority in the 1990s
and that they be established as a mandate or entitle-
ment.

Federal:

Council recommendations on increased federa
funding for family supports are discussed in the sec-
tion on resources.

Related Council recommendations regarding family
supports in relation to the prevention of institution-
alization are discussed in the chapter on housing. A
few other recommendations were targeted to the
federal government, such as the Connecticut rec-
ommendation that Medicaid reform legislation
specifically prohibit deeming parental income avail-
able to children with developmental disabilities liv-
ing at home by requiring that this provision be
waived in relation to Medicaid eligibility.



- Expand use of the Model Waiver.

=P Increase the availability and scope of
supports to families.

-» Improve the quality of family supports
through provider training and more
family involvement.

Federal/State:

Two Council reports included recommendations re-
garding use of the state's Model Waiver in relation to
supports to families. The Connecticut report recom-
mended expansion of their state waiver and the
lowa report recommended clarification on the state's
digibility policies.

State:

Reflecting the dominance of state support in pro-
grams that support families, the majority of Council
reports included recommendations regarding state
actions to increase the availability and scope of these
supports. In addition to recommendations for in-
creased funding levels, state reports included a wide
range of general recommendations for policies in
support of families. The most frequently found rec-
ommendations were those addressed to increases in
respite care, child care, counseling, and parent
training, as illustrated by the following finding from
the Alabama report:

Family members and other primary care-
givers must be given both tangible and in-
tangible supports before they exhaust their
resources (e.g., physical, financial, or emo-
tional). Examples of support that must be
given in a timely manner are counseling,
respite care, assistance, architectural
modifications, protective and legal services,
and other resources and services that would
a”Ot\SV the family to function. (Alabama re-
por

Other Planning Council recommendations targeted
to the state level focused on improving the quality of
family supports, such as training of respite care
providers. Many states recommended greater flexi-
bility and family involvement,

Other recommendations from Councils addressed
strategies to promote supports to families, including
making it a high state priority and related public ed-
ucation activities. As described in the Washington
report, "Government should provide leadership in
forming public policy as well as individuals and
groups coming to a renewed understanding of the
meaning of family support.”

3. Supports to communities



State Council Reports: Accomplishments and Opportunities

%  We must delight in each other, make
others' conditions our own, rejoice to-
gether, mourn together, labor and suffer
together, always having before our eyes
our community as members of the same
body.” Governor John Winthrop, Mas-
sachusetts Bay Colony, 1630

—Connecticut report

K Initiatives are increasing public aware-
ness and understanding.

The significance of supports to communities in rela-
tion to goals for people with developmental disabili-
ties was recognized in many of the State Council re-
ports. Some highlighted activities designed to in-
volve community members directly in the lives of
their fellow citizens with disabilities. For example,
the Colorado report described a project funded by
the state Developmental Disabilities Council in 1989
to develop "Circles of Friends" in five communities
in the state. As described in the report, the purpose
of these programs is to organize communities in
ways that connect people with developmental dis-
abilities with other community members, foster
long-term relationships, and develop assistance to
consumers in their self-advocacy and full participa-
tion in community life. It ishoped that these interac-
tions also will promote changes in public attitudes
toward people with developmental disabilities.

Accomplishments in the area of community and
public education also were noted in several reports,
asillustrated by the following examples:

* Thereis a growing awareness of this need. An
excellent example occurred recently, when the
Senate Subcommittee on the Handicapped se-
lected a new name. The Senate Subcommittee on
Disability Policy. (lowa report)

* Increased awareness of the capabilities of per-
sons with disabilities has come about not only
through direct contact, but also through the
print media and television. The Council pro-
vided funds for video tapes which encouraged
employers to hire persons with developmental
and other types of disabilities. (Colorado report)

* A group of people with physical disabilitiesin
one community had been trying for years to
make the mayor and other city officiads sensitive
to the need for accessibility to public buildings.
The mayor had merely applied cement over
some stairs to make a ramp that was too steep
and too narrow for wheelchairs. The group fi-
nally organized a Handicap Awareness Day for
city officids and asked each of the officias to
pretend to be disabled for a few hours. They put
the mayor in a wheelchair and asked him to
wheel up the ramp into the city offices. The
mayor and his wheelchair fdl of the ramp. An
accessible ramp was installed the next week.
(Utah report)



* Employers are expanding job opportuni-
ties through public education programs,

* In 1987 the Developmental Disabilities Planning
Council initiated an aggressive statewide
"business to business' marketing and sales cam-
paign to increase employment. The purpose of
the three-year "We Have A Taent For Work"
campaign was to provide a strong image to em-
ployers aswell as to the general public. Market-
ing support for smaller training and placement
agencies was also provided by the campaign.
(Washington report)

* The"Tilting Windmills" attitudinal training by a
national consultant trainer was financed by the
Council for two years. Over 1,000 Nebraskans
received the training and a number of personsin
both the public and private sectors have been
trained to continue to heighten people's aware-
ness of possible biases against hiring persons
with disabilities. The training reached a wide
audience of personnel in key state agencies re-
sponsible for locating jobs or for hiring practices,
as well as private business personnel directors.
(Nebraska report)

Asillustrated by the Washington State and Nebraska
report excerpts, supports and public education tar-
geted to employers and co-workers was a focus of
particular interest in the state reports.

State Council Reports: Critical Issues and Barriers

¢’ Lack of knowledge and understanding of
developmental disabilities creates barri-
€rs.

The primary barrier identified in this area by State
Councils was the general lack of knowledge and un-
derstanding of developmental disabilities. Gaps
cited included awareness of the significance of op-
portunities for independence, productivity and
community integration; understanding of the char-
acteristics of particular disabilities; and an overall
appreciation of the abilities and contributions that
people with developmental disabilities can make.

Several Council reports noted attitudinal barriers
that affect employment opportunities. For example,
the Vermont report notes that "athough more and
more employers are hiring people with disabilities,
many employers still harbor concerns or 'myths
about people with disabilities which may be limiting
employment opportunities. There are myths about
the worker's ability to 'fit-in' with the rest of the
work force, his/her need for costly accessibility
modifications, increases in insurance rates, and ab-
senteeism due to illness.” Other gaps noted were
those affecting educational opportunities; and lack of
knowledge of developmental disabilities among



V’ Some people in developmental disabili-
ties services have not incorporated goals
of "real work for real pay.”

v Community involvement and informal
supports are Jacking,

State Council

- Support community involvement and
enhance informal supports.

generic service providers, such as health care profes-
sionals, representatives of the justice system, and
providers in the housing industry. A related issue
found in a few reports noted barriers in attitudes
among traditional service providers, and, in some
cases, among family members. For example, the
Louisiana report included the following issue state-
ment:

Important segments of the disabilities com-
munity do not accept the basic premise that
people with developmental disabilities can
enga?e in productive activities and, more
?em fically, that people with developmental

isabilities can be employed in the conven-
tional sense of theword. These segmentsin-
clude families of people with developmental
disabilities, service providers, agency heads,
and political leaders. {Louisana report)

In relation to supports to communities themselves,
the barrier identified most frequently by Councils
was the overall lack of such supports. For example,
New Hampshire reported the following observa-
tions of speakers at the Council's "Community
Meetings':

Community connections and relationships
for people with developmental disabilities
do not and cannot be expected to occur by
themselves. Citizens have been separated
from people with developmental disabilities
and naturally fed a degree of discomfort.

As one speaker put it, "We ca_\n'tgjust let
the community do everything*." (New
Hampshire report)

Several Council reports identified the lack of com-
munity involvement and the need to enhance infor-
mal supports. As described in the Vermont report,
"Supports of other kinds, such as the supports that
come from friends, families and communities, are
critical to people with developmental disabilities.
Public policy has too often made the needs of people
with developmental disabilities appear to be so spe-
cidized that they become deprived of the natural re-
sponses and supports upon which people without
disabilities depend.”

Reports: Recommendations

Ten State Planning Councils specificaly identified
the need to support community involvement and to
enhance informal supports. For example, three re-
ports (Louisiana, Montana and Wyoming) included
the following recommendation:



-> Emphasize neighborhood and commu-
nity building.

=¥ Educate policymakers and the public on
developmental disabilities and commu-
nity involvement.

Comprehensive education efforts should be
undertaken to help translate the concept of a
facility-free support system into reality, in-
cluding supports to the participation of
communities, neighbors and informal orga-
nizations; an orientation for professionals in
the service system to assist them in provid-
ing supports to individuals with develop-
mental disabilities, family members and
communities; and information from the con-
sumer perspective on the significance of
support.

Federal:

One State Council (Michigan) recommended an em-
phasis on neighborhood and community building in
federal housing leadership.

Federal/State:

There were no recommendations in the area of sup-
port to communities regarding state use of federal
programs.

State:

Nearly 60 percent of the State Council reports in-
cluded recommendations on supporting communi-
ties, promotion of informal supports, and public ed-
ucation strategies. About haf of the recommenda-
tions focused on coordination and other efforts to
help communities participate more effectively in
supports to individuals and families. The remaining
recommendations were primarily focused on media
and public education activities; many were ad-
dressed to Councils in their role of educating poli-
cymakers and systems change advocacy. A few re-
ports included recommendations on the education of
policymakers, however, these are more commonly
found as implementation strategies planned by the
Councils, as summarized in Chapter I11. A compre-
hensive recommendation for Council action was
found in the Oklahoma report:

The most effective approach will be to in-
volve the leaders of the state and the local
community in the overall plan for develop-
ing awareness about developmental disabil-
ities. One god is to establish a Community
Council for Developmental Disabilities in
each of the 77 counties. Each Council would
be composed of a 5-6 member team, chaired
by a person with developmental disabilities,
at least one other member with developmen-
tal disabilities or family member, a business
community representative and a school su-
perintendent. The mission of this group
would be to provide information and public



-> Expand informal supports such as
"Circles of Friends."

education on issues related to developmen-
tal disabilities. The activities may include
providing community supports to assist in-
dividuals who are being placed in that
community, addressing zoning issues re-
lated to disability, and distributing disability
awareness information. (Oklahoma report)

Severa Council reports keyed their community sup-
port recommendations to the expansion of commu-
nity capabilities in developing friendships with
people with developmental disabilities and in in-
forma supports to both individuals and families.
Eighteen states recommended strategies to enhance
the use of informal supports, such as "Circles of
Friends" or "Circles of Support." Asdescribed in the
Connecticut report:

A circle of support is a group of people who
meet on a regular basis to help the person
with a disability accomplish certain personal
visions or goals. The focus person is unable
to reach her/his goals working alone, so
she/he asks a number of people to work
with her/him to overcome obstacles and to
open doors to new opportunities. The circle
members provide support to the focus per-
son and they take action on her/his behalf.

The members of a circle of support are usu-
aly friends, family members, co-workers,
neighbors, church members, and sometimes
they include service providers. The mgjority
of people in a circle of support are not paid
to be there—they are involved because they
care about the focus person and they have
made a commitment to work together on
behalf of the person. Circles in no way ex-
clude paid service providers. Paid providers
can be an essential resource to a circle of
support, however, the majority of circle
members are nonpaid, typical community
members. Common to &l circles is an em-
phasis on interdependence among O’oeoplge.
Contrary to popular belief, independence is
usually not achieved by an 'I'm going to do
it al by myself attitude. The key isto estab-
lish and nurture relationships in which ev-
eryone is able to do something for someone
else. Individual strengths and talents are
multiplied as circle members join forces.
Likewise, weaknesses become less signifi-
cant because of the combined abilities of the
?roup. People with disabilities and their
amilies acquire more power to influence the
direction or their lives through establishing
new connections in the community, by
changing the systems they depend on for
support, and by overcoming personal barri-
ers with the support of the people around
them who are committed to the vision.
(Connecticut report)



4. Information and coordination supports

State Council Reports: Accomplishments and Opportunities

% You almost have to know the answer in
order to ask the right question."

o

—Texas parent

Helping individuals with developmental disabilities
and family members make their way through the
maze of agencies and services was arecurring theme
in the State Council reports. Thetwo strategies iden-
tified most frequently were information and referral
systems and programs that offer assistance in coor-
dination, commonly referred to as case management.

The New Jersey report provided a description of a
successful information and referral program called
SCRIP:  the Statewide Computerized Refer-
ral/Information Program. SCRIP was established in
1972 with a federal grant from the Office of Human
Development Services. It is currently operated by
the New Jersey Developmental Disabilities Council,
having undergone several "technological enhance-
ments" in recent years. The system is accessible by
an "800" number, and lists between 1,700 and 1,800
agencies. Nearly 6,000 inquiries are handled by the
Council eachyear.

An independent case management program was fea
tured in the Arkansas report. The system was estab-
lished during 1989 utilizing a private provider not
involved in the provision of direct services. Case
managers are expected to work with the individual
to develop a personal futures plan as well as an in-
dividual services plan, and to "incorporate values as-
sociated with quality of life, such as the experience
of having a valued place among a network of people
and valued roles in community life.

State Council Reports: Critical Issues and Barriers

I ran up a $300 phone bill one month just
to find out my child isn't entitled to any-

thing.”

—New Hampshire parent

The primary issue raised in the State Planning Coun-
cil reports in relation to the need for information and
referral systems is that they are not available.
Twelve reports specifically identified lack of an in-
formation and referral (I & R) system as a barrier to
individuals with developmental disabilities and
their families. An additional eight noted that lack of
information in general is a barrier.



v Quality concerns regarding case man-

agement was the most commonly identi-
fied concern.

How can a case manager develop good
plans and follow through with a caseload
of 1302 How can case managers hold
providers accountable if the case manager
does not know the person?

~—Minnesota parent

Case managers need to be advocates,
team planners, negotiators and coordina-
tors.

V’ Concerns that there is no "independent”

case management system.,

The issue most commonly identified in relation to
case management was that of quality, primarily as-
sociated with the human resources issues of too high
caseloads and, in some reports, high turnover or case
managers with insufficient training or qualifications.
For example, the California report noted that lack of
case management continuity is an issue for people
with developmental disabilities, and that people at
the California Consumer Forums reported that case
manager turnover is a problem. Similar issues were
reported by New Jersey:

Case management may be affected by a va-
riety of barriers, including unrealistic
casel oads, unstable staffing patterns, piles of
paperwork, inadequate staff training, a lack
of cohesion and coordination among differ-
ent agencies, demands for direct service,
conflicting roles for case managers involved
with monitoring and quality assurance, and
inflexible, prescriptive models for delivering
services. (New Jersey report)

The need for a changing role for case managers was
described in some reports in relation to quality and
responsiveness to the needs of consumers. In Min-
nesota, for example, a new state regulation ("Rule
185") was associated with a change from counseling
and advising roles to those of team planning, nego-
tiation, coordination and advocacy. The report
noted that "Compliance with Rule 185 was highly
correlated with service quality, informal supports,
consumer satisfaction, least restrictive environment,
and community integration for a sample of 300 peo-
ple" The report noted further, however, that case
managers are attempting to provide expanded and
more effective services while struggling with large
caseloads.

Five State Council reports raised concerns about the
lack of an independent case management system.
Asdescribed in the Arkansasreport:

In Arkansas case management is typically
provided by case managers who are em-
ployed b% and housed ininstitutional facili-
ties and by community providers who also
provide direct services to individuals with
disabilities. While there has been no formal
evaluation of the case management services
provided through the community provider
network, advocates indicate that this system
does not necessarily function free of the
many problems that may stem from a con-
flict of interest. {Arkansas report)
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You know, I can either deal with the sys-
tem or I can deal with my kid....1 can't
handle both.”

—LUtah parent

Parents and families are having to become
their own case managers and we are too
exhausted.”

---Texas parent

State Council

Many families find the term 'case man-
ager’ offensive. They aren't 'cases’, and
they manage their lives. They don't feel
that they should have to accept 'case
management' in order to get the services
they do need, such as respite care, parent
education, peer support, or other assis-
tance in caring for a family member at
home."

—Michigan parent

Seventeen Planning Council reports described
broader issues of case management availability. For
example, the South Dakota report noted that case
management services for many people with devel-
opmental disabilities—those not currently receiving
community based services—are available only when
triggered by a crisisin the person's life. Others may
have access only to a case manager on the gaff of the
person's service agency. The report observed that
the state's current system is "out of step with con-
temporary practice which emphasizes the impor-
tance of independent case management as a means
of assuring access to services and oversight of client
services" Fragmentation was identified as an issue
in the Texas report, including possible duplication of
effort as the number of agencies providing case
management services has grown. At the same time,
however, the report also noted concerns that many
people were not receiving case management due to
differing eligibility criteria between programs.

The need for supports to families in permanency
planning, i.e., providing for the family member with
a developmental disability as parents age and are
deceased, was identified in a few reports as arelated
issue regarding coordination assistance.

Barriers to case management associated with eligibil-
ity were noted in some reports. For example, the
Cdlifornia report indicated that case management
services were not available for people who meet the
federal definition of developmental disability but
who do not meet the more restrictive state definition.

Reports: Recommendations

A few State Council reports contained the general
recommendation that the case management concept
be changed to one of supports to individuals and
families.



-> Expand Medicaid coverage of case man-
agement. '

-) Establish information and referral sys-
tems.

Federal:

The sole Planning Council recommendation to the
federal government in this area was that Medicaid
reform legislation must include requirements for in-
dependent case management and for low enough
caseloads to provide effective supports.

Federal/State:

State use of the Medicaid programin relation to case
management was reviewed in several Council re-
ports. Reports from six states included a recom-
mendation that the state seek an amendment to its
state Medicaid plan to add targeted case manage-
ment as an optional service, consider this addition,
or improve use of the current system.

Opportunities to broaden case management avail-
ability through the Fart H/Infants and Toddlers
provisions of the Education of All Handicapped
Children Act (P.L. 99-457) were noted in the Mary-
land report, which recommended inclusion of chil-
dren with chronic conditions and their families in
the family service planning process being devel oped
in conjunction with the implementation of these
provisions.

State:

The overwhelming majority of State Council rec-
ommendations regarding information and referral
and assistance in coordination were focused on state
government, addressing both availability and qual-

ity.

A recommendation to develop or implement an in-
formation and referral system was found in thirteen
Planning Council reports. A typica recommenda-
tion is as follows:

Establish a centralized system of information
and referral that is efficient, accurate and
easily accessible to al families and individu-
als with developmental disabilities. It
should include the capacity to aggregate
prggram data and link to other computer-
I1zed systems, as needed. (Massachusetts re-

port)

It was apparent from the reports that many states al-
ready have a case management system in place.
There were, therefore, only two reports (New Mex-
ico and Oklahoma) with a recommendation to estab-
lish one.



-> Expand the current "case management”
system.

-> Improve the quality of case coordination
support.

4 Expand access to coordination supports.

Several Council reports recommended that the pre-
sent case coordination system be expanded. For ex-
ample, the Wyoming report stated that "coordination
assistance (‘case management') must be available to
individuals with developmental disabilities and
family members to facilitate arrangements for sup-
ports and their monitoring. Sufficient funding must
be available to permit small enough ‘caseloads’ for
effective help with coordination; additional re-
sources must be available for systems-level coordi-
nation." Their specific recommendation was that a
task force of providers be convened to "assess the
creation of such a case management system.”

The primary recommendation on case management,
found in twenty-five Planning Council reports
overall, was to improve the current case manage-
ment system. Over one-third recommended devel-
opment of an independent system, i.e., one that is
separate from the service provision system. For ex-
ample the South Dakota report includes the follow-
ing recommendation:

It is recommended that South Dakota re-
assess its approach to the provision of case
management services and consider the
establishment of a unitary external case
management system on at least a limited
basis.” (South Dakota report)

Other recommendations addressed to quality con-
cerns advocated the exploration of new models of
service coordination, more consumer and family in-
put, and reduced caseloads. Others focused on en-
hancement of skills through training opportunities.
For example, the Georgia report included a recom-
mendation that "pre-service and in-service training
programs should include components on sensitivity
and how to work effectively with persons with de-
velopmental disabilities.”

Case management responsibility for people
presently unserved or underserved was recom-
mended in afew State Council reports. For example,
the Arkansas report included specific recommenda-
tions of state agency responsibility for case manage-
ment for people with physical disability and "normal
intelligence," for people with physical disability and
mental illness, for people with head injury, and for
people with low incidence disabilities such as
Tourette syndrome. More broadly, the California
report recommended that case management services
be provided for people who meet the federa but not
the state criteria for developmental disability.



5. Sifidat resources

State Council Reports: Accomplishments and Opportunities

* Many states are increasing resources for
supports.

K Families are involved in designing sup-
port programs,

The accomplishments highlighted in the State
Council reports reflected the interest in increased re-
sources for supports and in funding mechanisms
that promote more consumer and family control.
Four reports featured recent efforts to increase state
funding for supports to individuals and families:

* During 1988, the Louisiana Developmental Dis-
abilities Council helped create the Louisiana Cit-
izens for Action Now (LaCAN). Thisgroup was
formed to advocate for service system reformsin
the areas of individual and family support, per-
sonal assistance services, and service coordina-
tion/case management. As a result of LaCAN
efforts, forums were held statewide to educate
and receive feedback from parents and the pub-
lic on individual and family support issues. The
major achievement was that legislation was
drafted and enacted to develop and implement a
Community and Family Support System.
(Louisiana report)

* The New Hampshire Family Support Bill was
signed into law in 1989. The hill appropriates
$500,000 in each of the next two state fiscal years
for the purpose of establishing Family Support
Councils and Family Coordinators in each re-
gion and providing additional support services
to families. The bill will have an impact beyond
the specific appropriation allocated. In recogniz-
ing that "families must receive the support nec-
essary to care for their children at home," the
family support legislation represents a clear
commitment by the legislature to supporting the
families of children with developmental disabili-
ties. (New Hampshirereport)

* Families have expressed the concern that the
system supports costly out-of-home placements
when families can no longer cope, but offers lit-
tle support to natural families to prevent these
placements. To address this concern the Council
has helped to convene a Family Support Task
Force, a parent-directed group of families and
professionals whose goal it is to promote and
obtain funding for services that support families
caring for their children with developmental
disabilities at home. Potential funding for these



* Cash assistance is helping familjes.

servicesis available through reallocation of exist-
ing funds spent on out-of-home placements, and
through implementation by the state of addi-
tiona Medicaid options that would benefit fam-
ilies, including the Model Waiver program and
the TEFRA dligibility option. (West Virginia re-
port)

»  Because of funding increasesin the 1990-91 state
budget, the Family Support Program will now
be expanded and offered in al of the 71 counties
of the state. Children served in the program
have severe physical, developmental, and/or
emotional disabilities. In 1986, 539 of these chil-
dren were provided services by the program
with $424,698. That number increased in 1988 to
1,143 with a corresponding funding increase to
$1,599,462. (Wisconsin report)

The Wisconsin report also noted that many Wiscon-
sin counties commit additional county dollars be-
yond the 10 percent match requirement for individ-
ual and family services.

As noted above, the Pennsylvania report highlights
state support of its Attendant Care program, and the
New Jersey report that of its model statewide infor-
mation and referral system.

One State Council report (Minnesota) highlighted
the state's acquisition of a federal Technology-Re-
lated Assistance and Development grant, and two
(Idaho and Vermont) cited their state's request for a
grant under this program. As described in the Idaho
report, the grant will support people with disabilities
with "technological tools and services that will alow
them to integrate more fully into the labor commu-

nity."

Family support funding strategies were highlighted
in the Arkansas report:

In Arkansas two pilot cash assistance pro-
(fzjrams wereinitiated in 1988. The pilots are
unded through [the state developmental
disabilities service agency], with a current
funding level of $206,000 for about 40 fami-
lies, about 77 families are on a waiting list.
The pilots are directed at families who are
providing care at home to a family member
who is under eighteen years of age and who
requires extensive ongoing support in more
than one life activity area. The pilots pro-
vide an average of $3,000 in supports per
year per family. Inaddition, families remain
eligible to receive other benefits such as
medical assistance (Medicaid), rent subsi-



dies, food stamps, etc. To receive cash assis-
tance, project staff and family members dis-
cuss the family's needs and concerns. To-
gether they construct an "individual family
plan” to guide use of the cash. Cash may be
used to purchase nearly any good or service
that is deemed relevant to the family's cir-
cumstances and that is not obtainable from
other funding sources. {Arkansas report)

Several State Councils addressed funding mecha-
nisms as well as current funding levels in their re-
ports.

State Council Reports: Critical 1ssues and Barriers

l/ There Is an overall lack of resources for
supports to individuals and families.

Nearly haf of the State Council reports identified the
need for increased funding for supports. Most of
these lamented the lack of resources in general,
while others identified funding gaps in relation to
particular supports as reflected in the following ex-
amples:

In Louisiana, the budget for the [state agency]
In-Home and Family Support Program increased
from $147,000 last fiscd year to $423,000 for fis-
ca year 1990. While thisis a 200% increase in
funding from the previous fisca year, it is still
totally insufficient to meet the needs of families
in Louisiana. (Louisiana report)

Fiscd incentives to state and county authorities
are toward the Medical Assistance program and
not toward family support services. (Minnesota
report)

If family support monies were not funded with
straight state funds, Utah would be able to ex-
pand its support programs and serve a much
wider cross-section of the population. If the
number of people served under the [HCB]
waiver were increased greatly, the state could
expand the family support services without re-
quiring additional state dollars. Limited re-
sources force the state to make choices about
who will be served by Medicaid funding and re-
sults in restricting the availability of state as-
sisted programs to a minimum. (Utah report)

The primary need cited by Independent Living
Center gaff was funding for case management.
(Colorado report)
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I have a very difficult time getting around.
1 was given a loaner power wheelchair,
and it helped a lot. MediCal denied i, and
the company took my chair away. I had a
letter from my doctor stating my need. I'm
mad and there isn't anything I can do."

—California consumer

There is much less funding available for
supports than for institutions.

Well, it seems if they have the money for
group homes, why can't they have that for
the child at home where he's happy and
not take him out of his home surround-
ings?"

—Ujtah parent

Medicaid funding policies limit access to
supports.

» |If additional funding were available, more dogs
could be trained to provide people with hearing
impairments of all ages with assistance through
the Hearing Dog program which would make
them more independent. (Colorado report)

» Difficulties in obtaining MediCal (Medicaid) re-
imbursement approval for durable equipment
purchase, inadequate reimbursement for ven-
dors hilling for specialized equipment, lengthy
payment periods and few vendors willing to
produce equipment for MediCal recipients al
lead to major barriers for children in need of
durable equipment. A MediCal vendor may not
receive payment for up to two years after deliv-
ering the equipment, and then the reimburse-
ment is often below the vendor's cost of produc-
ing the equipment. (California report)

Eight Council reports specifically related the funding
issue to the related lack of funding for supports vs.
institutions. Examples of the disparities between
support for institutional care and home and com-
munity based supports are also found in the chapter
on housing.

A few State Planning Council reports noted that the
issue was more one of targeting of state resources
rather than the overall amount of funding. For ex-
ample, the Minnesota report noted that "Medicaid
funds do not start with family support nor move
with persons from congregate care settings to sup-
port services." The Tennessee report included the
observation that the state Medicaid plan does not in-
clude personal care services, while in 1987 "53 per-
cent of the Medicaid funds in Tennessee were ex-
pended for the most expensive forms of medical
care, inpatient hospitalization and nursing home
services.”

Specific concerns about barriers to supports because
of federal funding policies were raised by fourteen
Planning Councils. The primary issues raised were
in reference to the Medicaid program, including
eight which focused on the limited resources inher-
ent in the HCB program. As described in four of the
reports:

The potential benefits of the Medicaid Home
and Community Based Services (HCB)
Waiver are limited by the "cost-neutrality”
requirement, which prevents states from
using the HCB waiver to finance home and
community-based supports to all people
\{\I{]Ith developmental disabilities who need
em.



¢/ Federal budget constraints limit funding

for supports.

=%  Enact Medicaid reform.

State Council

Other federal resource barriers cited by State Plan-
ning Councils were the decline in federal funding for
the Socia Services Block Grant, the issue of federal
funding tied to medical needs, and the limited scope
of the Medicaid program in relation to supports,
similar to the concerns raised in the chapter on
health regarding limits on Medicare coverage of
durable medial equipment and assistive devices, and
on Medicaid coverage regarding individual thera-
pies. Eight reports also noted concerns that most of
the federal programs which currently finance sup-
ports were included in the administration's "flexible
freeze" group in its FY 1990 federa budget request,
including Supported Employment State Grants, In-
dependent Living State Grants and Centers, the So-
cia Services Block Grant, Children with Special
Health Care Needs/MCH Block Grant, the ADM
Block Grant, Title IV-B Child Welfare Services, the
Foster Grandparent Program, Technology-Related
Assistance Grants, Temporary Child Care and Crisis
Nurseries, and the Early Infant Intervention Pro-
gram (specia education), as well as zero funding for
the Special Recreation Grant Program.

Reports: Recommendations

Four State Councils included general recommenda-
tions to increase resources for individual and family
supports:

» Two to expand technology (Colorado, Nevada);

* One regarding stable and expanded funding
sources for independence, productivity and in-
tegration (New Jersey);

* One for new financing mechanisms to empha-
size flexibility in supports to families (New
Hampshire)

Federal:

The primary recommendation from State Planning
Councils for people with developmental disabilities
targeted to the federa government was to increase
resources for supports and to enact Medicaid reform.
Overall, twenty-six State Councils recommended
changes in the Medicaid program that would ex-
pand the availability of supports. Other recommen-
dations focused on maintaining federal funding
levels for supports to individuals and families and
for restoration of Socid Services Block Grant fund-
ing. As noted above, four reports recommended



-» Expand use of Medicaid and other fed.
eral resources for supports.

*P Increase state funding of supporis.

elimination of Medicare restrictions on the coverage
of technology and assistive devices.

Federal/State:

The majority of State Planning Council recommenda-
tions were focused on various aspects of the Medi-
caid program. Specific recommendations included
expanded state coverage of personal assistance ser-
vices and technology and expanded eligibility.
Other recommendations included pursuit of Tech-
nology-Related Assistance and Development grants,
efforts to increase state funding of independent liv-
ing services, and the separation of personal assis-
tance services from the medical model.

State:

Recommendations were found in thirty-one State
Council reports to expand state revenue funding of
individual and family supports, not including in-
creases associated with Medicaid match require-
ments. Recommendations regarding state funding
were amix of those advocating increases in state re-
sources and those addressed to modifications in the
methods of financing services.  Examples of rec-
ommendations for increased state funding included:

» The Department of Social Services and the De-
partment of Health and Hospitals should coor-
dinate and expand respite services through state
and federal funds. (Louisianareport)

* The Texas Planning Council recommends the
Texas legislature increase funding for and ex-
pand the array of communication options for
people with disabilities in both rural and urban
areas of Texas. (Texas report)

* A variety of avenues for funding must be ener-
getically pursued to develop a stable and com-
prehensive avenue through which adaptive de-
vices can be obtained by adults with disabilities
in the Commonwealth through a coordinated
state effort. (Pennsylvania report)

» Sufficient funding should be allocated to enable
the Developmental Center to complete al adap-
tive equipment for institutional residents as soon
as possible so that its adaptive equipment capa-
bilities can then focus on addressing the needs of
community clients. (North Dakota)

» Fund the 1990 legidative budget request for $6.5
million for the Florida Family Care Program.



¥ Use vouchers, cash subsidies and other
mechanisms to increase consumer and
family control over supports purchased.

=P Use state tax policy to support individu-
als and families.

Ensure that these funds are used to provide
specifically designed supports needed by indi-
viduals and their families, based upon an indi-
vidual habilitation plan which includes a long-
term view of where and how the individual
should live, learn, work and play in one to three
years. (Florida report)

Seventeen Planning Council reports included rec-
ommendations in relation to funding mechanisms
such as vouchers or cash subsidies to individuals
and families, to enhance their ability to purchase the
supports of their choice. For example, the Virginia
report included a recommendation that the legisla-
ture should require and provide funding to establish
a system of family support services that would be
"uniformly available" throughout the state. Therec-
ommended system "would respond to changing in-
dividualized needs of families; it would include di-
rect support services, stipends/vouchers to purchase
or obtain services, and financial/technical resources
to obtain adaptive equipment, communication de-
vices, and mobility aids which maximize individual
functioning.”

Two Council reports addressed state tax policy as
another aspect of state funding for individual and
family supports. For example the Colorado report
recommended support of a "special state income tax
deduction for people with severe disabilities who do
not receive publicly funded services and their fami-
lies who are in the low and middle income cate-
gories, to partially offset increased costs of care."
The Massachusetts report included a recommenda-
tion for tax breaks as an example of family support
services that should be established as an entitlement.

6. Accessible, affordable transportation

State Council Reports: Accomplishments and Opportunities

Transportation emerges from the mgjority of reports
as an area of particular interest: 48 states and territo-
ries addressed barriers to transportation in their re-
ports.

Accomplishments identified in the reports touch on
the magjor themes of affordability, accessibility, and
quality transportation, as illustrated by the following
examples:

» Public transportation services provided in North
Dakota are supported primarily by federal funds
allocated under the Urban Mass Transit Act



X Coordination strategies are increasing ac-
cess.

(UMTA) and by a patchwork of local and private
funding. Before enactment of HB 1337 by the
state legislature in 1989, North Dakota was one
of the eight states with no state aid program for
public transportation. It is estimated that this
new state aid program will generate $395,000
per year in state funds for public transportation.
(North Dakota report)

When Medicaid funds were made available
through the HCB Waiver, agroup of city council
people sat down with representatives from the
state in one southern Utah community to strate-
gize how to maximize federal financia partici-
pation to create a transportation system for peo-
ple who are elderly or who have a handicap.
Each town contributed funds to a county wide
transportation agency. For HCB clients, funds
were contributed back to the state to providethe
match and collect Medicaid dollars for trans-
portation services. Vehicles and routes were
shared with aging and education services to en-
able people in the most remote areas of the
county to have access to services. Working to-
gether through a central agency, funds were
maximized as well as vehicles, drivers, and
routes. This cooperative plan aso alowed small
cities to becomeinvolved and "own" some of the
services for people with disabilities in their
community. Because of this approach con-
sumers receive transportation that was not pre-
viously available. (Utah report)

The agencies of Transportation and Human
Services have undertaken nine regional studies
designed to develop a comprehensive trans-
portation plan for each region of the state. These
plans hold promise, for they are based upon lo-
cal involvement and the resources available in
the local region. (Vermont report)

Efforts are being made in the Puget Sound area
(from north of Seattle in Everett, Washington
south to Olympia) to increase intersystem travel.
The Regional Reduced Fare Permit is recognized
by ten local transportation systems and is avail-
able to senior citizens as well as people with dis-
abilities. This permit eliminates the need for
persons to carry multiple cards in order to re-
ceive reduced fare benefits from more than one
system. This cooperative program was devel-
oped through Puget Sound Council of Govern-
ments with support from UMTA and local pub-
lic transportation agencies. (Washington report)



The examples of "success stories" illustrate another
theme found in discussions of transportation: the
need for coordination across transportation systems.

State Council Reports: Critical I ssues and Barriers

v Transportation is not available.

9

It seems unconscionable that the number
one public transportation priorily over
the last half of the 1980s was to get gam-
blers a 24-hour express...Transportation
for people with disabilities should have
been a high priority in the 1980s and it
wasn't."

—New Jersey consumer

The primary transportation issue identified in the
State Council reports was its lack of availability—in
general, especialy in rural areas, and in particular
for people with disabilities. The lack of transporta-
tion was cited repeatedly as a significant barrier to
the effort of people with developmental disabilities
to work, to shop, to enjoy leisure activities, and,
most important, to participate actively in their com-
munities, as reflected in the following statements:

e Thereis aneed to increase and improve Guam's
transportation system to address the needs of
individuals with developmental disabilities. The
system must be affordable, accessible, safe and
available to all, including individuals with
blindness. (Guam report)

» Access to affordable transportation is critical to
individuals with developmental disabilities be-
ing able to be employed. (Florida report)

e The Council finds that citizens with disabilities
do not have a statewide system of transportation
which offers them the same opportunities as
non-disabled citizens. Thislimits their potential
for employment and independent functioning in
their communities. (Illinois report)

» Lack of transportation prevents many children
from receiving services and isolates families.
Parents may not have any way to transport their
children to services if agencies do not provideit,
especially inrural areas. (Indianareport)

e Many consumers and parents expressed feglings
of social isolation as the result of the attitudes of
others and inadequate transportation. Without
transportation, meeting others, getting to work
and to medical appointments, and having
choices concerning living arrangements are im-
possible for these individuals. (Maryland Re-

port)
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I wish I could just meet friends and go to
McDonalds and & movie and not have to
ask my family to take me.”

—Michigan consumer

» Thelack of available and accessible transporta-
tion continues to be a major obstacle blocking
people with disabilities from full participation in
society. (Texasreport)

* People who cannot get to work, to the voting
place, or to meetings of community and advo-
cacy groups cannot exercise their full rights and
obligationsas citizens. (Michigan report)

Several State Council reports included data from the
consumer survey on the transportation availability
issue. Data from the summary of state consumer
surveys indicated that transportation was considered
an important need in relation to living, going to
school or working, and participation in the commu-
nity by the majority of the 13,075 respondents.
Transportation to appointments and for personal ac-
tivities outside school or work was considered
nearly as important as transportation to and from a
job or classroom; it was also in these areas that more
respondents indicated an unmet need for trans-
portation, as illustrated in the following figure.
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V’ Lack of accessible transportation Is a ma-

jor barrier.

I called twenty-six people fwith disabili-
ties] to get here today—itwenty-four
couldn't come, due to transportation..ive
have a cab, but it is $1.10 per mile.”

—Michigan consumer

Had I not had a good friend to drive me, I
would not have been able to testify.
Transportation for social situations and
other appointments fs definitely needed."

—Texas consumer

Transportation problems include delays,
unsafe equipment, and insensitive
drivers,

One of the major barriers identified by Planning
Councils was accessibility, especialy for people
with physical disabilities. Most discussions of ac-
cessibility barriers identified the need for additional
public transportation conveyances that are accessible
to people with mobility impairments, such as lift-
equipped buses. For example, the Washington re-
port notes that of the approximately 2,046 transit ve-
hicles statewide, only 960 are lift-equipped. Other
accessibility barriers identified include those related
to individual vehicles. For example, the Alabama
report noted that one of their local public hearings
participants reported that none of the city's post of-
fices has a parking spot wide enough for both a van
and its wheelchair lift. A few reports referenced is-
sues of availability and enforcement of parking areas
for people with disabilities.

A second magjor barrier noted by Councils was &-
fordability, especially for specialized transportation.
As described in the South Carolina report, "fares for
paratransit services are considerably higher than
public transportation fares, yet persons with severe
physical disabilities generally have limited incomes
and unlimited expenditures required by the nature
of their disability."

Some State Council reports also noted the high costs
of adaptations to personal vehicles. For example, the
Vermont report pointed out that people may not
have the resources to purchase appropriately
equipped vehicles for private transportation, with
costs ranging from $500 for more simple control
modifications to $35,000 and up for a new lift-
equipped automobile or van.

Another form of transportation barrier identified by
several Planning Council reports was the lack of
availability for purposes other than being driven to
and from a service agency and for trips outside of a
narrow schedule. Some reports specificaly describe
consumer problems with getting to medical ap-
pointments. Limitations on transportation to em-
ployment, especially if needed at anything but
"regular" times, is also noted.

A fourth area of concern raised in the Council re-
ports was the quality of available transportation, in-
cluding lengthy delays, insensitive drivers, and
eguipment problems. Comments from a member of
the Texas Developmental Disabilities Council illus-
trated one aspect of the problem as follows:



V' Lackof funding and poor coordination of
existing resources are major barriers.

A member of the Texas Planning Council re-
cently scheduled a paratransit ride two
months in advance to take him to a friend's
wedding for whom he had been asked to
serve as best man. Much to his dismay, the
ride was two hours late, delivering him to
the wedding long after the ceremony had
ended. (Texas report)

Transportation availability in general was an issue
raised in severa State Council reports, particularly
as it affects residents of rural areas. For example, the
Arkansas report noted that the state includes only
three urban mass transit systems and a limited para-
transit system in less than one-third of the counties,
with consumers in 68 percent of the 75 counties de-
pendent on "vendor provided transportation made
possible by service agencies."

According to Council reports, the primary factor as-
sociated with these barriers was lack of funding—
federa, state and local. Other issues raised included
coordination of existing transportation resources,
especially those administered by human services
agencies; lack of consumer input in designing trans-
portation services; and the limitations of the "three
percent UMTA funding rule." As described in the
Hawaii report, the UMTA and related transportation
anti-discrimination ("504") regulations allow a limit
of three percent of the average total operating costs
to be alocated to meeting the accessibility require-
ments for a paratransit system. This has been inter-
preted to mean that the "above full performance cri-
teria is subject to a tradeoff against the three percent
limit," i.e., "if satisfying the full-performance criteria
would result in expenditures beyond the three per-
cent limit, then the service may be excused from sat-
isfying the full performance criteria" (Hawalii re-

port)

State Council Reports: Recommendations

=P Increase federal leadership on the right
to accessible transportation.

At a national level, the recommendation most fre-
guently made by State Developmental Disabilities
Councils was that al public mass transportation
should be accessible. Some states also recommended
that all future publicly funded transportation must
be accessible.

Federal:

Reflecting the barriers of availability, accessibility,
and affordability identified in most of the State
Council reports, the recommendations on trans



&~ To get into O Hare International Airport 1
am carried up the trwo flights of stairs on
a straight-back, a 'dolly for people’...the
whole aspect of kaving no control and
loss of dignity...being carried and the men-
tal image of others around you...that you
need to be carried..\jou are strapped in,
and your arms aren't free to protect your-
self if they stumbled and dropped you."

—Michigan consumer

-> Improve coordination of transportation

resnurres.

portation were focused primarily at the state and lo-
ca level. A few recommendations targeted to the
federal government were found, as follows:

UMTA should have an explicit goal of promot-
ing integration. (lowareport)

e Study the effects of removing the policy waiver
that allows elimination of accessible transporta-
tion services if the cost exceeds three percent of
the program budget. (lowa report)

* Thefedera Urban Mass Transportation Act pro-
grams should adopt and enforce user compli-
ance standards as a condition of public transit
systems obtaining and maintaining transit
equipment purchased with federal funds.
(Hawaii report)

 The Federa Aviation Administration (FAA)
should do more to ensure that air travel is acces-
sible to persons with disabilities. The FAA
should be encouraged to develop regulations for
the airlines to promote accessibility and equal
treatment on flights. (Massachusetts report)

The Massachusetts report also noted that the Ameri-
cans With Disabilities Act excludes airline policy for
persons with disabilities.

Federal/State:

Recommendations in a few Planning Council reports
were focused on the state's use of federal programs.
The primary recommendation was that transporta-
tion coordination be improved among various agen-
cies and programs whose transportation services are
federally and state supported. Regarding Medicaid,
the Maryland report included recommendations that
the state "administer the Medical Assistance trans-
portation funding program by an agency with exper-
tise in transportation management and operations”
and that Medical Assistance transportation funding
be coordinated with funding from other sources to
expand transportation availability.

Another report (North Dakota) included a recom-
mendation that federa funding through UMTA pro-
grams be combined with additional state funding to
expand public transportation services into presently
unserved areas of the state.



-’ Increase the availability of accessible
transportation.

=P  Provide sensitivity training to transporta-
tion personnel.

P Involve consumers in transportation
planning.

-» Recognize the significance of transporta-
tion in the lives of people with disabili-
ties.

State:

Council recommendations for state and local action
to reduce transportation barriers were found in all
but a few reports. The primary recommendations
were for increased availability to peoplein unserved
or underserved areas; for increased accessibility for
people with physical and other disabilities; and for
increased funding to meet the needs for expansion
and increased access. Additional recommendations
focused on the following approaches:

* Expansion of scope (services, activities and
hours covered)

* Additional help to individuals, including maobil-
ity training, outreach, information and referral
specifically on transportation, and help with ve-
hicle modification expenses

* Improvements in quality, such as training of
transportation personnel in sensitivity as well as
ways to provide assistance

* Improvements in affordability, through such
strategies as reduced fare plans and voucher sys-
tems

* Improvements in overall efficiency, primarily
through more effective coordination of existing
services

More broadly, several State Council reports aso rec-
ommended that consumers be actively involved in
planning and monitoring transportation systems,
both public and private, to enhance its responsive-
ness to the needs of people with developmental dis-
abilities. Recommendations for increased funding
for transportation services, while generally focused
on increased state support, include some private
sector sources such as employer assistance with job-
related travel, private foundations, and human ser-
vice agencies.

Finally, it should be noted that recommendations in
several Council reports incorporated references to
the significance of transportation in relation to inde-
pendence, productivity, and community integration:

* Ensure that living in a rural area where trans-
portation services are very limited or non-exis-
tent does not prevent an individual with devel-
opmental disabilities from being employed.
(Florida report)



Continuoys public transportation must be

a top priority, if we honestly want people

with disabilities to feel like contributing
 members of society.”

—New Jersey consumer

» Create strong incentives by transit operators,
such as lower fares and travel training, to enable
people with disabilities to convert from being
paratransit users to using the mainline system.
Offer routinely travel training and encourage-
ment to consumers who may fed intimidated by
the mainline system, since mainline transit -
fords critical opportunities for independence,
productivity and community integration.
(Maryland report)

»  Accessible transportation should become a prior-
ity in all communities to insure full participation
by dl itsmembers. (Nebraska report)

The significance of transportation access to partici-
pation in social, recreational and personal activities
of interest is particularly relevant to the following
section.

7. Social and recreational opportunities

State Council Reports: Accomplishments and Opportunities

* Community initiatives include friends
and informal supports,

As envisioned in the State Council reports, supports
to individuals and families would be incomplete
without reference to opportunities for socialization,
recreation, and leisure activities that promote com-
munity participation. Most reports highlighted
comments from consumers that these opportunities
are limited. An example of current activitiesin this
areawas found in the Arkansas report:

A local "Volunteer Match" program in Hot
Springs, Arkansas helps people identify a
volunteer advocate at a major point in life
emphasis. For some this is work, for others
church, for others recreational activities.
The concept is to create a peer relationship
with at |east one volunteer who does not
have a disability who will then work with
the person with a developmental disabilit
to advocate as needed on his or her behalt.
(Arkansas report)

Complementary to the concept of supports to com-
munities that promote such involvement, several re-
ports described programs that are developing
"Circles of Friends:" networks of informal supports
that provide the kinds of support and assistance that
al people expect from their friends. Activities in
two states were described as follows:



%  One wish: to work every day and have
good friends."

—Wisconsin consumer

* In 1989 the Council funded a project to develop
Circles of Friends in five Colorado communities.
The purpose is to organize communities to con-
nect people with developmental disabilities to
others in their communities and to foster long-
term relationships. In the process of assisting
consumers to be effective self-advocates and
fully participating members of their communi-
ties, it is hoped that societal attitudes will
change. (Colorado report)

* The Logan Square Neighborhood Association
sponsors a community building project whichis
designed to invite community members to in-
clude people with disabilities in their everyday
life—to go to church together, or a ball game, or
simply to have dinner together....The key to
community building is making connections and
building relationships through family, friends,
neighbors, small businesses, churches, associa-
tions, libraries, or clubs...by creating "circles of
friends," people with disabilities are becoming
active members of their communities, complete
with the responsibilities which that entails. Peo-
ple with disabilities need friends like everyone
else. But they also need someone to offer friend-
ship. The community building project offers
that friendship. (Illinois report)

State Council Reports: Critical Issues and Barriers

% 1 people I know are sleeping and watch-
ing TV, It's not much to live for."

—Georgia consumer

All but a few State Council reports identify social
isolation and lack of opportunities for recreation as a
barrier affecting people with developmental disabili-
ties. Datafrom the consumer surveys were used ex-
tensively by the states in highlighting this issue, asil-
lustrated by the following observation:

Perhaps more than any other service, the
area that includes recreation and leisure
services prompted one of the largest re-
sponses. Of the 225 people who responded
to the question "What is your level of need
for recreation/leisure service?', 177 people
indicated some or strong need, and 110 were
not receiving any recreation/leisure service.

The consumer survey included an item ask-
ing respondents to state their single most
important need. An examination of those
important "miscellaneous’ needs focus
largely on a variety of urgent needs relating
to socia interaction and integration. Re-
spondents did not ask for "bowling for the
handicapped" or "handicapped day at the
movies' out rather basic human interactions
e.(rzj., a friend, love, someone to talk with).
Alabama report)



v Opportunities for integrated recreation
and leisure aren't available.

State Council

-3 Expand use of the Foster Grandparent
program.

Data from the state consumer surveys indicated that
over 55 percent of the people surveyed expressed a
need for recreation and leisure "services' but of
these 62 percent were not currently receiving them.

The mgjority of issue statements found in the Coun-
cil reports are general descriptions of lack of avail-
ability. For example, the California report found
that "recreational opportunities are often non-exis-
tent for people living in residential care homes. Due
to fisca constraints on providers and a caretaking
approach to the provision of services/ many individ-
uals spend their free time in the group home, watch-
ing television or listening to music." The two barri-
ers identified most frequently were lack of funding
and lack of transportation. Other specific areas of
concern identified were accessibility barriers in loca
and state parks and the need for better information
and outreach to people with developmental disabili-
ties.

Reports: Recommendations

Federal:

There were no recommendations in this area ad-
dressed to the federal government.

Federal/State;

As noted in the section on supports to individuals,
two State Councils recommended expanded partici-
pation in the Foster Grandparent program. The
Floridarecommendation is as follows:

Encourage the expansion of the Foster
Grandparent program to capitalize on the
valuable resource available in Florida's pop-
ulation of older citizens. Many young peo-
le with developmental disabilities and their
amilies could benefit from the young per-
son having an ongoing, personal relation-
ship with an older adult. (Florida report)

The Washington report recommends even broader
expansion of the Foster Grandparent program, ad-
vocating that it be "available and accessible to all
individuals [with developmental disabilities] who
request it, not just to those living in institutional set-
tings."



=P Increase community recreation opportu-
nities. -

State:

The majority of State Council recommendations fo-
cused on increased access to community recreationa
activities, with an emphasis on opportunities for in-
tegration. Examples of such recommendations in-
clude the following:

*  Work with generic providers of recreation ser-
vices and professional physical education and
recreation associations to encourage them to in-
corporate as part of their organizational goals
the inclusion of persons with developmental
disabilitiesin their activities. (Arkansas report)

* The Departments of Education, Health and Hos-
pitals, and Social Services should jointly fund a
statewide system to provide technical assistance,
training, and advocacy to increase integrated so-
cial/recreational activities in the community for
persons with severe disabilities. (Louisiana re-

port)

* Recreation and leisure resources need to be de-
veloped, adapting existing resources or creating
new services. The resources must be integrated
and individualized for persons with disabilities
and be available at a reasonable cost. (Montana

report)

A specific recommendation for additional funding
was found in the Pennsylvania report, to be used for
"the purchase of barrier free recreational equipment
and programs sensitive to the requirements of citi-
zens with disabilities." The report aso noted that the
visibility of recreational needs could be increased
with the employment of people with disabilities in
recreational planning efforts.

As noted in the section on supports to communities,
several Council reports recommended the "Circles of
Friends" approach, in particular as a significant in-
forma support to individuals with developmental
disabilities.

Finally, an overall recommendation in the California
report was found as follows:

Socia and recreational gPport_unit_ies must
be considered on an equal basis with other
program resources in providing for full life
experiences for people with developmental
disabilities. This form of full integration
should help enable people with develop-
mental disabilities to make friends and



establish support groups among people
without di salg ﬁties g(Cai%ornia regor% P

This recommendation relates directly to the recur-
ring themes of both supports and community partic-

ipation.



V. Education



V. Education

Sate Council Reports: Overview

¢/ Eaucationisa lifelong process.

¢’ The Education of the Handicapped Act is
essential to meeting the goals of inde-
pendence, productivity, and integration,

l/ State Councll reports concentrated their
analysis on the implementation of P.L.

6

94.142 in the state,

What the best and wisest parent wanis for
his own child, that must the community

want for all its children.”

—John Dewey

Education, as dealt with in the State Planning
Council reports, was a broad topic that began with
early intervention programs and, for some people,
continued throughout life. Vocational education
was seen as an element of career development for
some people with developmental disabilities. Coun-
cils highlighted the importance of the development
of those skills and knowledge that enabled people
with developmental disabilities to be as independent
in the control of their lives as possible and to partici-
pate fully in an integrated community life. A few
reports brought out a new theme that was expected
to grow in importance in the years ahead: continu-
ing or adult education.

Perhaps the single critical theme that runs through-
out the education references in the State Council re-
ports is Public Law 94-142, The Education of the
Handicapped Act (EHA), that guarantees a free and

appropriate education to all children, regardless of

the nature or severity of their handicap. Except for
additional federal funding and technical changes,
the issues raised in the Council reports focused pri-
marily on the implementation of the Act.

In this area, more clearly than in any other, a posi-
tive link was established with federa landmark leg-
islation. The different states were at different stages
of realizing the promises of P.L. 94-142, but progress
was being made. Virtually every Planning Council
report concentrated its analysis on the implementa-
tion of P.L. 94-142 in its state. Other federal pro-
grams that were discussed by the states relative to
education were Head Start, the preschool and infant
provisions of the Education of the Handicapped Act
(Parts B and H), Vocational Rehabilitation Act pro-
grams, the Job Training Partnership Act, and the
Carl D. Perkins Vocational Education Act. In addi-
tion, the State Council reports raised issues involv-
ing the interaction between education agencies and
the state mental retardation/devel opmental disabili-
ties agencies.

Goals or visions for the education of people with de-
velopmental disabilities were found in the mgjority
of State Council reports. As part of their discussion
of educational goals, several Councils (ldaho,
Louisiana, Montana, Utah and Wyoming) included
the statement at the left by the educator John Dewey.
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Vision: a free and appropriate education
should be available to all children in the
state, Education should recognize the
special needs of all children and must be
based on the presumption that each child
is able to learn and develop.

—New Mexico report

Because the ultimate goal of public edu-
cation is to enable our youth to become
productive adult citizens, such education
should be provided to individuals in the
least resirictive, most integrated envi-
ronment, with continuing attention to
both academics as well as social and vo-
cational skill development.

-—California report

The primary goal of education for all
people, including those with develop-
mental disabilities, must be to prepare
individuals for participatory, productive,
and confributing roles in society.

—Ohio report

The four goals found most frequently across the
State Council reports were as follows:

1. Educating all individuals with developmental
disabilities

Most State Council reports included an emphasis on
the goal of education for all people with develop-
mental disabilities, regardless of the type or nature
of their disability. Some Councils included goals of
the availability of a full range of educational oppor-
tunities, from early childhood education to adult ed-
ucation.

2. Education in the least restrictive, most integrat-
ing environment

A second major goa relative to education, found
throughout the State Council reports, was that peo-
ple with developmental disabilities be educated in
the same schools as other children in their commu-
nity, in the most integrated educational environment
possible. A related goa found in many reports was
that the full range of educational opportunities be
provided in ways that integrate children with dis-
abilities with non-disabled children, such as
preschool and extra-curricular activities.

3. Education to become productive adult citizens

Another goal identified in relation to education by
the mgjority of State Planning Councils in their re-
ports was that education prepare people with devel-
opmental disabilities for adult roles and responsibili-
ties, to reach their maximum potential for indepen-
dence and productivity. Related goals found in
some reports included an emphasis on "functional
curriculum,” access to vocationa education, and co-
ordination among systems for an effective transition
for students leaving the educational system.



% Outcomes: special supports will be

available to students with disabilities
which are designed to meet their educa-
tional needs, including individualized
instruction, adaptive equipment, accessi-
ble buildings, technological aids and ac-
cessible transportation services.

—Texas report

4. The special services and supportsrequired for
education

The fourth goal in education noted by most State
Councils was that students with developmental dis-
abilities have access to the various services and sup-
ports they need for maximum benefit from their ed-
ucational opportunities.

A cross-cutting goal in education put forth by a ma-
jority of State Planning Councils in their reports was
that parents, and in a few reports students as well,
be full partnersin decisions about the student's edu-
cational program. Related goals regarding individ-
ual education plans were discussed by the Councils
in relation to civil rights protections. As the explicit
goal, as stated by many State Councils, was to pre-
pare people with developmental disabilities to be
productive adult citizens, there is a close relationship
between this chapter and the chapters on employ-
ment, housing (community living), health care, and
supports.

1. "Educating all individual swith developmental disabilities

State Council Reports: Accomplishments and Opportunities

P.L. 94-142 guarantees a free and appro-
priate eduction to all children with de-
velopmental disabilities.

The language of the Act makes it clear
that a "zero reject’ policy is at the core of
the Act [P.L. 94-142] and that no child... is
to ever again be subjected to the de-
plorable state of affairs which existed at
the time of the Act's passage, in which
millions of handz'capped children received
inadequate education or none at all.” (875
F, 2nd, 954, 15t Circuit, 1989),

- —I1.S. First Circuit Conrt of Appeals

The Education of the Handicapped Act (EHA), Pub-
lic Law 94-142, was referenced by Councils in state
after state as both an accomplishment and an oppor-
tunity. It was seen as providing a guarantee that al
children, regardless of the severity of their disability,
receive a free and appropriate education. EHA pro-
vides families and advocates for children a means by
which to redress the problems children with disabili-
ties encounter. Perhaps more importantly, through
the requirement for an individual educational plan,
it ensures that each child will have the opportunity
to reach his or her maximum potential. The New
Hampshire report discussed the May 24, 1989 U.S.
Circuit Court of Appeals decision that overturned a
previous ruling that a school district could exclude a
child on the basis that he or she was "too severely
handicapped to benefit from education." In declin-
ing to consider a further appeal the United States
Supreme Court let stand the Circuit Court's decision.

It is a testament to the importance of the Education
of the Handicapped Act that only two State Councils
saw exclusion from public education as a problem.
The summary of state consumer survey data showed
that only 0.5 percent of school age children (ages 6 -
21) surveyed had received no formal education.



State Council Reports:

&’ Children are being excluded from needed
programs.

The regulations to pay for my son's speech
therapy say that it is for improving
speech, not maintenance of speech. Since
it is not likely that he will be able to im-
prove, he is no longer eligible for services.
So although there is a program, he is not
able to use it,

—Maine parent

This compares favorably with the 4 percent of
adults aged 22 through 44 who indicated that they
had received no formal education. The data aso
indicated that 73 percent of the children birth
through age two received either early intervention or
preschool services. For children from three through
five years of age participation grew to 83 percent.

Critical Issues and Barriers

Severa State Councils raised concerns that children
were being excluded from educational programs for
a variety of reasons ranging from a lack of informa-
tion about available programs to the lack of pro-
grams and available space in those programs. Some
programs were seen as excluding people with devel-
opmental disabilities on the basis of their disability.
In particular, eight states mentioned specific disabil-
ities including serious mental and emotional prob-
lems, autism, multiple disabilities, and head injury,
that had been used as reason for exclusion from
some programs.

Early identification and intervention were critical is-
sues to many State Councils. They pointed out that
families with very young children with developmen-
tal disabilities are difficult to identify. More gener-
aly, one Council stated the issue as follows. "Many
individuals and families are unaware of the benefits
or of the availability of services for people with de-
velopmental disabilities, and do not participate fully
in the decision-making processes."

The Head Start program has a federal requirement
that 10 percent of the children served in this pro-
gram be children with disabilities. In at least one
State Council report the majority of children making
up this percentage were reported to be children with
speech disabilities. That Council was concerned that
this valuable child development program was failing
to serve children with more severe disabilities (e.g.,
developmental disabilities). Several other State
Councils suggested that this program could serve
children with developmental disabilities and their
families in greater numbers than presently. A few
states pointed out that Head Start has insufficient
funds even to reach all those children who are in-
comeé€ligible.

Another issue raised by some Councils was the fact
that only twenty-one states provide special educa-
tion and related services to the full age range of chil-
dren three through twenty-one years of age.



State Council Reports: Recommendations

=P Weight federal funding formulas in favor
of serving students with the most severe
disabilities.

= Extend the provisions of The Education
of the Handicapped Act to cover ages 0
though 21,

=P Incease the funding and monitoring ac-

tivities of the Head Start Program.

=® Expand specialized services to undeér-
served groups.

Federal:

It was recommended by several State Developmental
Disabilities Planning Councils that federal funding
for special education should be weighted to favor
students with the most severe disabilities.

Several State Councils, especially those that do not
serve children over the full range of years allowed
under the Act, were concerned that children toward
the ends of these extremes are not being served by
other service systems; nor do they have the neces-
sary skills or resources to live independently in the
community. They recommended that the Congress
extend the mandated ages from birth to 21 years of

age.

The State Councils that saw Head Start as an impor-
tant resource in the development of children with
developmental disabilities felt that funding should
be increased, but they also felt that enrollment prac-
tices in the program had to be more closely moni-
tored.

Federal/State:

Some State Councils recommended more careful
monitoring of compliance with the child find provi-
sions of The Education of the Handicapped Act.

State:

Several State Planning Councils recommended that
specialized services needed to be extended to reach
underserved groups (e.g., those with autism, multi-
ple disabilities, and severe emotional disabilities).

2, Educationinthe (east restrictive, most integr ating environment

State Council Reports: Accomplishments and Opportunities

X Parents support integrated education for
children with developmental disabilities,

The State Councils indicated in their reports that
parents were increasingly aware of, and advocating
for, education of their children in learning environ-

ments integrated with non-disabled children of the
same age. They noted that parents at state forums
across the country insisted upon these interactions as
important to educate both their children with dis-

abilities and the children without disabilities. The
fact that three quarters of the states raised the issue



6

Our son has always been in regular
classes with his age group. Initially we
had our reservations but we've been really
pleased. It's just incredible to me to go
into the classroom and see these kids in-
teracting with each other. They know
how to communicate with him; they show
him how to do his science experiments.
It's incredible.”

—New Hampshire parent

We all are prejudiced toward people with
disabilities, whether we want to be or not,
It's just the way we were raised and what
we saw growing up. I admit to that. I re-
act a little bit differently to someone
who's disabled than someone who's not.
But I see the kids in Josh's class just infer-
act with him as another kid. And I think,
and maybe I'm optimistic, that future gen-
erations won't have that prejudice.”

—West Virginia parent

State Council Reports:

Most children with developmental dis-
abilities receive their education in segre-
gated settings.

of segregation—the most states on any educational
issue—suggests that this is the singular most critical
theme raised by the states in the area of education.

In New Hampshire several school districts have de-
veloped a new role for specia education teachers
caled "Mainstreaming Specialist,' "Integration Spe-
cidist," or "Consulting Teacher." These new posi-
tions recognize the educational responsibility to
achieve full integration of children with develop-
mental disabilities. These individuals act as
"consultants, team-teachers, service-coordinators,
and in other flexible rolesto support the inclusion of
students with disabilities in regular educational en-
vironments." The report also highlighted the fol-
lowing experience during the community forums:

One of the Council's community meetings
last spring was held on the same day deco-
rations for a school dance were being set up.
The dance committee included two students
with developmental disabilities, assisted by
an aide. (New Hampshirereport)

Minnesota has developed mentor/friendship pro-
grams in the schools which foster greater integra-
tion. People with developmental disabilities volun-
teer alongside others who do not have disabilities.

Few examples like these from New Hampshire and
Minnesota appeared in the Council reports. Overall
it appeared that the accomplishments in educating
children with severe disabilities in regular class-
rooms were the result of the individual efforts of
families who insisted on integration for their chil-
dren and individual educators who have been re-
sponsive to these families.

Critical Issues and Barriers

Three-fourths of the State Council reports pointed
out that education for children with developmental
disabilities (especialy mental retardation) was pro-
vided in "segregated environments away from age
peers and the activities they participate in." One
state budget was quoted as saying that there were
"...students too severely handicapped to be served
effectively by loca public schools ..." as arationale
for maintaining segregated state operated schools.

Virtualy dl State Planning Councils voiced the con-
cern that not enough was being donein their state to



develop educational environments and supports so
that children with developmental disabilities could
be integrated with their age peers who did not have
developmental disabilities. Several states raised the
issue that the consumer survey showed that a high
percentage of consumers were dissatisfied with edu-
cation in regular classrooms. Councils identified
several barriers in relation to this concern: lack of
money, a lack of or improper teacher preparation, a
lack of understanding and commitment on the part
of decision makers and families, and physical plant
limitations.

The following graph of findings from the summary
of state consumer surveys shows that 10 percent of
the people surveyed between six and twenty-one
years of age received an integrated education either
in aregular classroom or in a resource room in con-
junction with a regular class room. For the remain-
ing 90 percent the degree of integration varied from
those served in residential programs (9 percent) to
those served in special classes inregular schools (44
percent).

Pergent Distributlon of Educational Placemerts for Children Aged 6 - 21
{Summary of State Consumer Surveys)

Eegular Class  ResourccRoom  Speclal Clans Py School Homebound Eeoldentlal Nore




®  One wish: to go to a regular school and
participate in normal activities." '

—Wisconsin consumer

V’ Placement decisions are subjective,

./ Providing integrated education can be
challenging.

The experience of most states mirrored the sum-
mary survey data. As stated in the Virginia report,
"The magjority of students with developmental dis-
abilities are regularly denied access to, and experi-
ence with, age-appropriate peers who are not handi-
capped." The State Council reports reflected that the
states are at different stages of responding to thisis-
sue. A few states were still concerned with state op-
erated segregated schools while others were critica
that too many children are in self-contained class-
rooms.

State Councils raised the issue that decisions on least
restrictive placement are often made subjectively and
that procedures vary from school district to school
district. Asonereport put it, "Providing the least re-
strictive environment is an undermanaged compo-
nent of the IEP [individual education plan]."

A few of the states recognized that the specialized
needs ( e.g., challenging behaviors, chronic medical
conditions) of afew children would pose major chal-
lenges to the public school system; however, they
also recognized the importance of meeting these
challenges with creative new approaches. Two
Councils noted that special efforts would have to be
undertaken by the school systems to assist children
in forming positive relationships.

Severa State Planning Councils pointed out that de-
spite a national trend toward regular school and
regular classroom placement for children with dis-
abilities, some states have not seen this shift. Severa
Councils pointed to their residential school place-
ment statistics for children with severe disabilities.
A few states were concerned that the developing
"profession” of special education with its own jargon
is attempting to create a mystique that insulates it
from the scrutiny of the public, the educational ad-
ministration, the rest of education, and the parents
of the children receiving services. Massachusetts
pointed out that private education providers have
become an industry and have become effective polit-
ical interests in opposition to the integration of chil-
dren with severe disabilities. According to the Idaho
and New Hampshire reports, respectively:

Specid education is viewed nationally (and
in ldaho) as a separate system with its own
organizational, educational and teaching
practices and is thus disconnected from the
regular education reform movement; and
gl_\/lng_ attention to the needs of students
with disabilities may appear to run counter
to the increased emphasis on higher aca-
demic performance standards. (Idaho re-

port)



V’ Schools fail to promote integration for
preschoolers.

v/ Adults lack integrated education oppor-
tunities,

Along with the growth of special education
as a distinct discipline has been a widening
aration between "specia” and "regular
education. Such a separation cannot be
healthy. One educator voiced a concern that
"regular teachers have gotten the message
that they can't teach special kids." (New
Hampshire report)

Other barriers and issues to a fully integrated edu-
cation for children with developmental disabilities
raised by the State Councils included:

* Labelsthat stigmatize children

» Lack of opportunities to participate in extra-cur-
ricular activities

* Overly protective attitudes on the part of teach-
ers, administrators, and parents

 Thelack of "regular education" teachers pre-
pared to have children with severe disabilitiesin
their classrooms

One Planning Council raised the issue of theincreas-
ing demand for child care and preschool services
from the growing numbers of working mothersin all
income groups, and pointed out the importance of
early childhood services for children with develop-
mental disabilities. Since the mandate in that state
was to begin educational services at age six, other
avenues had to be explored (eg., Head Start, private
preschool programs).

One of the emerging issues contained in a few State
Council reports was an investigation of post-sec-
ondary educational systems as resources for adults
with developmental disabilities. They pointed out
that state service systems tend to be segregated—
serving adult learners through "day habilitation"
programs—rather than using post-secondary and
other community educational resources that could
provide integrated education and training for adults
with developmental disabilities.

State Council Reports. Recommendations

=» Integration of students with develop-
mental disabilities should be a federal

priority.

Federal:

The Nevada Council recommended: "The Depart-
ment of Education [United States] should establish
integration of students with disabilities, including
those with severe disabilities, as a priority..." While



Develop curricular approaches to inte-
gration.

Provide education and training to
"regular” education teachers.

a few State Council report recommendations tar-
geted to the federal level addressed improving edu-
cational resources to states, most of them focused on
using EHA as a means for ensuring state and local
action on educational integration for al children
with developmental disabilities.

Federal/State:
There were no recommendations in this area.
State:

Some State Councils saw the need to include in the
curricula of the public schools courses on human
disability to be taught to students who were nondis-
abled. Some states went further and requested that
their state boards of education develop and imple-
ment training programs for parents and profession-
als on the benefits of integrated options for children
with disabilities.

Several Planning Councils saw the need to improve
the preparation of all teachers—especialy the
"regular" education teachers—to educate children
with special needs in an integrated classroom. They
recommended that state boards of education estab-
lish policies and procedures to ensure that children
receive an integrated education.

3. Education to Become productive adult citizens

State Council Reports: Accomplishments and Opportunities

California has a seven year old "WorkAbility" project
that has served more than 43,000 students. This
project represented the cooperative efforts of the
state departments of education, rehabilitation, and
employment development to provide assessment,
employment preparation and training, community
work experience, and support services. In recent
years the project has been extended to the commu-
nity college level.

Oklahoma's rehabilitation services agency makes
available to school districts a counselor who contacts
every special education student at the age of sixteen
to determine what vocational needs they may have.



Critical Issues and Barriers

V' States report high dropout rates of spe-
cial education students.

v/ Vocational preparation is inadequate.

v/ Adult educational opportunities are vir-
tually non-existent. '

¢/ Career and life goals for individuals do
not determine the educational programs
they recelve.

Many State Planning Council reports cited statistics
regarding the educational outcomes for children
leaving special education. The dropout rates for
children in special education were universally
higher than for those who were not labelled as hav-
ing an educational handicap. Thirteen states explic-
itly raised the issue of children with developmental
disabilities leaving school before they either gradu-
ated or aged out of the system. The concern was
raised that these young people tended to fall
through the cracks with some of them destined to
become part of the socia malaise of their communi-
ties.

These State Councils were specificaly concerned
about the lack of and poor quality of vocational
preparation for young people with developmental
disabilities. They pointed out that vocational goals
were generaly lacking from the individual educa-
tion plan. Several states pointed out that vocational
programs and career counseling, when they did ex-
ist, started too late in the child's educational pro-
gram. States cited the underutilization of programs
such as the Carl Perkins Vocational Education Act
by students with developmental disabilities.

Many State Planning Councils reports were con-
cerned that the educational opportunities for adults
with developmental disabilities were severely lim-
ited. Many of these individuals could benefit with
additional education and including new curricula
supportive of employment and community living
that may not have been available to many adults
whose childhood pre-dated P.L. 94-142. In many
states adults were reported to receive education and
training in segregated day programs.

A major issue addressed in reports by the Planning
Councils was the lack of clarity in specifying goals
for individuals (e.g., "to become productive adult cit-
izens,") throughout the special educational process
and, more specifically, through the individualized
educational planning process. Reports from several
states questioned whether the educational system
was preparing children with developmental disabili-
ties for an integrated and productive life in their
home communities. For example, the Virginia report
stated:

Students with developmental disabilities are
exiting schools (e.g., aging-out) without the
skills or experience necessary to maximize
their current or future independence, pro-



] After I pass away, where does my child

go? Iwant my son to be independent—ta
know he can live on his own when I am
gone.”

—Maryland parent

ductivity, and integration into community
life. (Virginiareport)

The issue of transition to adult lifeisalso addressed
in the chapter on employment. Much of the services
of the Job Training Partnership Act and the Rehabili-
tative Services Administration have to do with edu-
cation in a more specific vocational context.

State Council Reports: Recommendations

A federal mandate for transitional plan-
ning

Realistic life planning should be an inte-
gral part of the individual educational
planning for children with developmen-
tal disabilities.

States must provide adult education op-
portunities for people with developmen-
tal disabilities.

Track students leaving education to
evaluate educational effectiveness.

Federal:

It was recommended in severa State Developmental
Disabilities Planning Council reports that a require-
ment be added to EHA that adult living goals and
transitional programs be developed for each student.

Others recommended that the Carl Perkins Act fund-
ing should be utilized and monitored to ensure that
students with developmental disabilities receive
meaningful vocational training and preparation.

Federal/State:
There were no recommendations in this area.
State:

Most State Councils saw transition planning as a
state/local responsibility that needed to be immedi-
ately addressed, since students were regularly leav-
ing the public education system inadequately pre-
pared. They fet that transition plans should be
mandated and monitored for compliance by their
state education agency. It was recommended that
the transitional planning and services begin by age
14, cooperatively with other state agencies.

Many states recognized that education does not end
with high school. They recommended the estab-
lishment and expansion of adult education opportu-
nities with the same emphasis on integration.

Some State Planning Councils recommended that a
dedicated system of tracking students for a period
after leaving school should be implemented. Several
states were keenly concerned about the dropout
rates and recommended task forces and other initia-
tives to focus this problem within their states.



=) Involve the business community in voca-
tional education for students with devel-
opmental disabilities.

Councils often recommended that community busi-
nesses become actively involved in the provision of
vocational training experiences to secondary school
children with educational handicaps. Schools were
seen as needing to involve the business community
in the selection of training sites and the design of
training programs.

4. The special services and supportsrequired for education

State Council Reports: Accomplishments and Opportunities

Some states have implemented functional, life skill
oriented curricula (e.g., Missouri's Life Centered and
Career Education curriculd@). Other states (e.g.. New
Hampshire) are conducting system change projects
to improve educational services provided to stu-
dents with severe disabilities. School district per-
sonnel receive training and technical assistance to
increase their capacity to include children with se-
vere disabilities. Another recent initiative was de-
scribed in the West Virginia report:

Actions that have been initiated to address
the problems [U.S. Dept. of Education, Final
Monitoring Report] related to "least restric-
tive environment” [LRE] include training
and technical assistance to local school dis-
tricts, the development of policies and pro-
cedures related to least restrictive environ-
ment, and closer monitoring and documen-
tation of the implementation of these poli-
cies and procedures by local school districts.
In addition, LRE projects have been a mg\r/w
E)/rlorlty for the Department of Education [W.
a] during the last two years. The Depart-
ment is also initiating a Statewide Initiative
in LRE to develop a model for |nte%rat| ng
handicapped students with their nonhandi-
caﬁped cFee_rs that can be replicated by local
school districts. (West Virginiareport

State Council Reports: Critical Issues and Barriers

Having raised policy issues regarding access to and
the outcomes of the educational systems of the vari-
ous states, the State Council reports also addressed
the critical questions of the means to accomplish
these ends. First and foremost, Councils were con-
cerned with the pursuit of a quality education for al
students with developmental disabilities. Next they
were concerned with the preparation of educational
personnel—both "regular" and "specia” educators.
They raised issues of poor accommaodations in exist-
ing schools and the lack of transportation. A major
concern was the transition from home to school for



V’ Too few "regular" classroom teachers are
qualified to educate students with devel-
opmental disabilities.

¢/ Thereisa shortage of qualified special
educational personnel.

¢/ There is a shortage of funding in educa-
tion to provide essential services to stu-
dents with developmental disabilities.

parents of very young children with developmental
disabilities. About half of the Planning Councils
raised the issue of inadequate resources to provide
needed services. Finaly, they raised a set of issues
having to do with the infrastructure of the educa-
tional system.

The preparation of educational personnel was seen
as a paramount concern by a majority of the Coun-
cils. Many State Councils raised concerns about the
qualifications of "regular" classroom teachers in un-
derstanding the unique needs of children with de-
velopmental disabilities. Specifically, their qualifi-
cations needed to include: educational skill building
in teaching in and managing an integrated class-
room; teaching using real life experiences; and de-
veloping functional skills.  Several State reports
recommended that "regular" educators and adminis-
trators would benefit from additional education and
training in providing services and supports to chil-
dren with severe disabilities. A few states were con-
cerned that these teachers and administrators were
unfamiliar with specific disabilities.

Even more Planning Councils were concerned about
severe shortages of certified (qualified) special edu-
cation teachers. The State Council reports cited
problems with high turnover and problems in at-
tracting personnel to rural areas. Most particularly,
the states were concerned about the training of spe-
cid education teachers in educating children in the
"real world" skills they would need to live success-
fully in their local communities.

While State Developmental Disabilities Councils
were concerned about a shortage of special educa-
tion teachers, they were even more concerned about
the lack of personnel trained to provide "related
services' (e.g., physical therapy, occupational ther-
apy, speech and language therapy, audiological ser-
vices, individual and group counseling). Again,
people with these skills were reported as difficult to
attract to more rural areas.

Many State Council reports brought out several is-
sues concerned with funding. Particular services
and programs that were considered underfunded in-
cluded:

* Preschool services for children three through
five years of age

e Making schools accessible so that students can
be educated in their neighborhood schools



¢/ Resource shortages have an adverse ef-
fect on the education and related ser-
vices.

e Vocationa assessments

* Vocationa services for children with develop-
mental disabilities

Six Planning Councils in particular pointed out that
certain funding formulas provided incentives for
segregating students. For example, Massachusetts
reported:

The "60/40%" law, which reimburses towns
for residential placements, can make it
"cheaper" for a town to choose this option
since the state reimburses 60% of the cost; in
addition, another state agency often shares
the cost. (Massachusetts report)

Twenty-one State Planning Councils reported that
there was insufficient overall funding in their states
for specia education, especially for related services.
This shortage inevitably led to overcrowding and
confrontations with parents. Several of these states
pointed out that federal funding contributions for
P.L. 94-142 fdl far below the statutory maximums.
As noted by Florida and seven other Councils:

The initial commitment of the federal gov-
ernment was to reimburse the state govern-
ments and local districts for 40% of the na-
tional average per pupil expenditure
(NAPPE) by 1982. Instead, the total actual
appropriation for P.L. 94-142, as a percent-
age of the NAPPE, in relation to the number
or children being served, never exceeded
12% during the late 1970s. It reached alow
of 7% in the early 1980s. (Florida report)

State Councils viewed the shortages of financial and
personnel resources as having the following impacts
on the services and supports that children with de-
velopmental disabilities receive:

* The quality and availability of preschool pro-
grams varied depending upon where the child
lived.

e Assessments did not take into account the racid,
cultural, and language differences of children
and their families.

e Children either had to wait to receive needed re-
|ated services or did not receive them at all.

* Related services (e.g., therapies) were unavail-
able, especialy in rural areas, making integra-
tion very difficult.



v Services to infants, toddlers, and
preschool children with developmental
disabilities are inadequate.

» Transportation services were inadequate, and
children with developmental disabilities often
were required to travel great distances for long
periods of time each day.

* The availability of services determines whether
children wereincluded in or excluded from spe-
cia education programs.

* Relatively sophisticated technologies and de-
vices (e.g., computer-aided) are not available
although they can have profoundly positive &-
fects on the education of children with develop
mental disabilities.

e Thereisalack of drivers education for children
with severedisabilities.

* Educational plans do not have high quality
multi-disciplinary involvement.

» Children for whom English is a second language
are improperly served.

e Socidl, sexual, and other functiona life skills are
not included in the curriculum.

The amendments to the Education of the Handi-
capped Act established a preschool grants program
that isto serve al three through five year olds by the
year 1991. Severa State Council reports pointed out
that preschool services were not universally avail-
able throughout their states and that they were inad-
equate to meet the needs of the children. Someindi-
cated that school districts were reluctant to purchase
services from other providers of preschool services
such as day care centers, nursery schools, or Head
Start programs that would provide integrated expe-
riences for children with developmental disabilities.

The latest amendments to the Education of the
Handicapped Act established an infants and toddler
program for children from birth through age two.
This program provides assistance to states to plan
and develop a system of services for infants and
toddlers with disabilities. Twelve states pointed out
that since these services may currently be the re-
sponsihility of another state agency, territorial prob-
lems arise. In addition they indicated that limited
resources result in limited services. They expressed
concern that the provisions of the law requiring that
al children who meet the eligibility criteria be
served (an entitlement to service) will force the stales



v Posl-secondary educational opportunities
are virtually non-existent for people
with developmental disabilities.

l/ There is a serious lack of summer pro-
grams for children with developmental
disabilities.

‘/ Educational programs provide too few
life experiences,

l/ Educational services for children with
developmental disabilities are poorly
administered and coordinated with other
services agencies.

either to not participate in the federal program, or to
seriously restrict the population served or the ser-
vices provided.

Ten State Planning Council reports expressed con-
cern over the lack of educational opportunity for
people with developmental disahilities through post-
secondary educational programs. These states
pointed out that, like other Americans, people with
developmental disabilities needed to continue to de-
velop their skills and knowledge throughout adult-
hood. These skills could assist them to be more pro-
ductive, independent, and integrated into their
communities. Specifically mentioned was the value
of agraduate equivalency diploma (G.E.D.). Data
from the summary of state consumer surveys simi-
larly indicated high levels of need for adult educa-
tional services.

Sx State Council reports raised the lack of summer
programs for children with developmental disabili-
ties as a critical issue. For many children the three-
month vacation period was seen as a period of re-
gression when many of the gains of the school year
werelost. The summary of state consumer surveys
showed that consumers were especialy dissatisfied
with summer programs and that there was a high
relative need for them.

Severa Planning Councils were concerned about the
lack of opportunities for real life experiences as well
as the acquisition of academic and functional skills
that have real life applications. These reports made
the point that for many children with developmental
disabilities actually performing the skills was the
only way to learn them, and the schools were not
providing those community opportunities.

The coordination of services issue was especialy
troublesome in the domain of education for some
states. One Council referenced an interagency
agreement that held the state's department of educa-
tion responsible for educational services, including
residential schooling, and the state's department of
health and human services responsible for "non-edu-
cational" servicesincluding respite, foster care, etc.



%  The school system's pogsition is that
they 1l not provide physical therapy or oc-
cupational therapy because they are medi-
cally-related and not educationally-re-
lated....] implore lawmakers to modify
the language [of the lawl] to prevent the
districts from denying these services to
students.”

—Michigan parent

l/ There are tensions hetween educators
and parents,

Schools have learned to use the word
‘appropriate’ to deny opportunities.”

—New Hampshire parent

The report noted that while the agreement may be
sound in principle, educational services are guaran-
teed by federal law but state services are subject to
the availability of funding. Consequently, servicesto
children and their families remain fragmented. For
example, a family that needs respite care according
to the individual education plan, may not receive
that care due to a lack of funding to the non-educa-
tion agency.

Ye another issue raised by the State Planning
Councils had to do with the quality of family partic-
ipation in the development of the individualized
educational plan. Asone report said, "Parents object
to the practice of bringing a pre-devel oped final 1EP
document to a meeting for their signature.”

A sense of tension between educators and families
about the educational planning and services execu-
tion was expressed by fourteen states. Some of the
State Planning Councils reported that parents were
pressured to accept a particular educational course
as the only one appropriate. Parents were not in-
formed about other possible options. Frequently the
actual service did not meet the standards established
in the plan.

A similar number of State Councils expressed seri-
ous concerns that substantial numbers of parents did
not understand or participate in the individual plan
process. These parents were not knowledgeable
about their educational rights. For example, they
did not know that they had a right to an indepen-
dent evaluation. Finally, one state pointed out that
the due process procedures were too complex for
most parents.

State Council Reports: Recommendations

Federal:

The primary State Council recommendation targeted
to the federa level in this area was to increase fed-
eral support for the education of children with dis-
abilities, including 14 Councils which specificaly
recommended that the federal contribution move
toward the 40 percent of average per pupil expendi-
tures envisioned at the time P. L. 94-142 was en-
acted.

Federal/State:

There were no recommendations in this area.



Improve proféssional staff preparation.

Provide needed supports

Expand placement options.

Make students and parents full pariners
in educational decisions.

State:

Many State Planning Councils recommended that
professional daff preparation needed improvement.
Recommendations included focusing on the
"regular" education teacher who, with additional
training, could meet the needs of students with dis-
abilities in his or her own classrooms.

Approximately one-fourth of the State Councils rec-
ommended that supports and related services be
provided based on the needs of individual students
with developmental disabilities. Several Councils
recommended the provision of "whatever is needed"
for educational integration and success.

One State Council report recommended that its state
board of education require loca education agencies
to develop a full range of placement options for
children with severe disabilities, and another rec-
ommended the adoption by local school districts of a
"release time" provision for teachers to visit exem-
plary programs.

Several Council reports recommended that a variety
of means be explored to improved the sometimes
adversarial roles of parents and students. One state
also pointed out the importance of involving the
student in the educational decisions that will affect
his or her opportunity for a reasonable quality of life.



V

Employment
and Income



V. Employment and Income

Sate Council Sports: Overview

“The term ‘productivity means—

"(A) engagement in income-producing work by
a person with developmental disabilities which is
measured through improvements in income level,
employment status, or job advancement, or

"(B) engagement by a person with developmen-
tal disabilities in work which contributes io a
household or community.

“The term ‘employment activities” means such prior-
ity area activities as will increase the indepen-
dence, preductivity, or integration of a person
with developmental disabilities in work seitings.

“The term “supporied employment’ means competi-
tive work in integrated work settings—

"(A) for persons with developmental disabilities
for whom competitioe employment has not radi-
tionally occurred; or

"(B) for persons for whom competitive employ-
ment has been intermittent as a result of a devel-
opmental disability, and who because of their dis-
ability need on-going support services to perform
such work,”

—Part A, Developmental Disabilities
Assistance and Biil of Rights Act

o] I want to work for the sante reason other

people want to work, which is to support
myself and to feel like part of the world.
Why is that so hard for people to under-
stand?"

—Maine consumer

% e wish: to have a full time job and not
be at a sheltered workshop.”

—Wisconsin consumer

Mogt State Councils reviewed their current employ-
ment and vocational programs systematically in the
context of the goal of productivity for people with
developmental disabilities. The primary focus was
on "redl jobs for real pay," with particular emphasis
on competitive and supported employment.

As used in the Council reports and in this chapter,
competitive employment means work for pay in an
integrated setting. Competitive employment is
what people outside the disability field would gen-
erally understand to be employment. Supported
employment provides people with developmental
disabilities ongoing supports so that they may be
competitively employed. Competitive employment
excludes working as a client in a sheltered workshop
or rehabilitation setting.

In addition to programs focused directly on em-
ployment, the State Developmental Disability Plan-
ning Councils reviewed day habilitation, pre-voca-
tional and vocational sheltered programs, and school
to work transition programs. A few State Council
reports addressed other types of productive activi-
ties, such as homemaking, volunteer work, and
"adult activity" programs. Related discussions of
preparation for productivity are summarized in the
chapter on education.

Income was addressed by the Councilsin relation to
both income from employment and payments from
income support programs. Federal programs refer-
enced most frequently by State Councils relative to
employment included Vocational Rehabilitation,
Supported Employment, the Job Training and Part-
nership Supplemental, and the work incentives of
the Socid Security Administration's 1619 program,
Plans for Achieving Self-Support (PASS), and Im-
pairment Related Work Expenses (IRWE) provisions.
Most reports also discussed employment and pro-
ductivity in relation to state-specific developmental
disabilities adult services programs and services
provided by state employment security agencies.

Most of the Councils used their consumer survey
dataon productivity in their reports to analyze their
states' current situation regarding the employment
of people with developmental disabilities; fewer of
the reports cited the vocational services satisfaction
data.
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Vision: paid jobs in the community will
be available to all persons with devel-
opmental disabilities who want them,

—West Virginia report

Two emerging areas that were identified by Councils
in a few states were retirement and other benefits of
integrated community employment which Councils
believe people with developmental disabilities re-
guire and to which they should be entitled.

Federa programs in relation to income noted in the
reports included in particular the Supplemental Se-
curity Income (SSl) and Socid Security Disability In-
surance (SSDI) programs. Some Councils also refer-
enced other income support programs, including
Aid to Families with Dependent Children (AFDC)
and the Food Stamp program. The primary state
program in income supports found in the Council
reports was State Supplementary Payments (SSP).
Related information on means-tested programs, in
particular the Medicaid program, is summarized in
the chapters on supports, housing, and health.

Goals for employment, productivity and income
were identified by a mgjority of State Planning
Councilsin their reports. They may be summarized
as follows:

1. Opportunity to work in the community

The primary goal, found in nearly all the State
Council reports, was that people with developmen-
tal disabilities should have the opportunity to be
productive and, whenever possible, to work in the
community. The emphasis found in many reports
was that people should bein a job where they have
co-workers without disabilities and where they
share in the responsibility of being a productive
member of their communities. Most Councils placed
particular emphasis on opportunities for competi-
tive employment. A related goal found throughout
the reports was that integrated employment oppor-
tunities should be available to al people with devel-
opmental disabilities, regardless of the type of dis-
ability.

The report from the Washington Council illustrated
the goals of community employment with the fal-
lowing vignette:

For 37 years, Jesse lived in an institution for
persons with developmental disabilities. To
say that getting ajob in the community and
making real wages for the first time in_his
life was a major step is to put it mildly. To-
day, Jesse works alongside other employees
at the King County Parks Department. Heis
steadily increasing his productivity and
wages, is entitled to full benefits, and
roudly holds union membership. Today,
lives with a roommate, does his own



% Vision: each person who wants to work,

regardless of disability, should be em-
ployed at a livable wage....As technology
an@ new skills are required in their jabs,
the employees’ income should inerease.

—Florida report

People with developmental disabilities
will require special supports if they are
to participate in the economic activities
of saciety...These supports are nof unlike
those required by workers without dis-
abilities.

—New Jersey report

Vision: every person will be afforded the
right to have a choice in his or her em-
ployment and have adequate informa-
tion, training, and experience to make an
informed choice,

—~Ohio report

grocery sho;%pi ng with a minimum of assis-
tance, and has recently purchased a VCR
with the money he earned. For Jesse, thisis
the first time in his life he can claim his
rights as a citizen to the best of his abilities
and talents. (Washington report)

2. Just wages and benefits

A second goal found in the State Council reports was
that people with developmental disabilities receive
fair wages and have access to the same employment-
related benefits as employees without disabilities.
A related goal identified by some Councils was that
people with developmental disabilities have in-
creased opportunities for advancement. Some
Councils also noted thegoa of vacations, retirement,
and the other opportunities for respite from work
life that society values.

3. Supports to successful employment

Another major goal in relation to productivity re-
ported by Councils was the availability of individual
supports that enable people with developmental
disabilities to enter and succeed in employment.
Several State Councils pointed out the importance of
a vision that recognizes the individuality of each
person with a developmental disability in relation to
their supports and services. Some Councils also
noted that the goals of employment supports were
an incremental extension of supports already being
provided to workers without disabilities, such as
tools and flexible scheduling.

4. Informed choices in employment

Many Councils identified goals in relation to en-
abling people with developmental disabilities to
make full use of employment opportunities, includ-
ing access to information on jobs and supports, €-
fective preparation for employment, and opportuni-
ties to make employment choices based on their in-
dividual interests and abilities.



%%Vision: all people, regardless of the
severity of their disability, will choose
how to be productive, whether through
employment, contributing to their
household, or contributing to their
community.

—Hawaii report

Vision: all people are entitled to an in-
come that fosters their highest level of
personal independence, enables them to
maintain a satisfactory standard of living,
and provides for emergencies and old age
security.

-—Indiana report

People with developmental disabilities
should have access to income supports
which are flexible enough to meet indi-
vidual needs and are complementary to
supports for employment and productiv-
ity.

—Georgiareport

5. Alternatives for those who do not work compet-
itively

Several State Planning Council reports included
goals for opportunities to be productive for those
who are not competitively employed. The focus of
these goals was that adults with developmental dis-
abilities not in competitive employment should
have opportunities to engage in some form of pro-
ductive activity and for rich and stimulating lives.
Related goals were found in some reports regarding
opportunities for leisure and retirement.

6. Sufficient income to meet basic needs

Most State Council reports identified goals in rela-
tion to adequate income levels for people with de-
velopmental disabilities, at least at a level sufficient
to provide for basic needs. Related goals in some
reports addressed the needs of families which in-
clude someone with a developmental disability. A
few Councils also included goals of income protec-
tions for the general population.

7. Responsive government employment and in-
come programs

The seventh goal found in the State Council reports
in relation to employment and income was a cross-
cutting goal that publicly supported employment
and income programs be more responsive to the
needs of individuals with developmental disabilities.

1. Opportunity to work in the community

State Council Reports: Accomplishments and Opportunities

People with developmental disabilities
want to work,

Most Council reports discussed the desire of people
with developmental disabilities to be employed.
State Planning Council reports cited the Harris poll
findings that two-thirds of the respondents with dis-
abilities who were not working wanted to work.
(The Harris Poll surveyed one thousand adults with
disabilities in 1986.) They pointed out the proportion
of the consumer survey population that see produc-
tivity as somewhat important or very important (79
percent nationally).



&6

6

At work we are equals. That's unusual.
At work they brought in a couch so that I
can rest some. I have flex time, I sense
that people care about me."

—Georgia consumer

People with developmental disabilities
are employed competitively in the pri-
vate sector today!

The most tangible benefit is that they
build gquality products just Tike everybody
else does.” '

—Dave Jay, Director of Production, Physio-

Countrol, a firm manufacturing bio-
medical equipment that has hired 15
workers with disabilities

We see this as a way to enhance our affir-

mative action efforts in terms of outreach

to the rest of the community, to benefit
Jrom the standpoint of community rela-
tions, to be an active participant to sup-
port people, and to maybe reduce the fed-
eral, state and county support of people in
this community."

—Tim Wever, Personnel Manager in
Qregon for NEC of America.

The reports noted that those people who were not
employed were more dependent on insurance and
government benefits. More importantly, they
pointed out how important a job can be to the indi-
vidual's self-esteem, asillustrated by the statements
from consumers.

Severa Council reports described successful initia-
tivesto employ peoplewith developmental disabili-
ties through marketing efforts focused on private
employers. For example, Vermont has a corporate
initiative sponsored through the state's vocational
rehabilitation agency. Vermont was recognized in
1986 with a national award by the J. M. Foundation
for innovative work being done in the areas of adult
supported employment and transition employment
for students leaving school to enter the community.
As of January 1989, these projects had provided 165
people with competitive employment positions
through transition projects, and another 97 people
were employed in other types of supported em-
ployment. Funding of vocational services was pro-
vided for people with developmental disabilities
through Private Industry Councils (composed
largely of private business people) established
through the Jobs Training and Partnership Act in at
least sx communitiesin Arkansas.

The Job Accommodation Network, a technical assis-
tance program established by a network of private
companies, was cited by several reports as the kind
of private sector initiative that made the work place
accessible. This network is totally managed and op-
erated by employers who provide technical assis-
tance to other employers. Their advice is based
upon approaches to accommodating the work place
that have been used successfully by businesses.

Private employers were applauded by many State
Councils for their progressive approaches to devel-
oping job opportunities for people with develop-
mental disabilities. Examples were included in
which private employers worked closely with com-
munity vocational service providers. Other states
mentioned successful efforts by employers to place,
train, and provide long-term supports to people with
developmental disabilities on their own. Some of
the nationally recognized firms mentioned included
Boeing, McDonalds, IBM, and Marriott Corporation;
others were smaller local or regional employers.

The changing demographics of the United States re-
quire that new pools of workers be developed. Sev-
eral reports highlighted this trend as an opportunity
for their states and the federal government to de-



* Opportunities for people with develop-
mental disabilities to work are also
found in the public sector.

& | wish I kad a job that pays and benefits
myself and other people. I want to use
what I have.”

—Maryland consumer

State Council Reports:

¢’ Too few adults with developmental dis-
abilities are working competitively.

velop new initiatives. They pointed out the need to
monitor national, regional, and local economic
trends in order to spot emerging employment op-
portunities for people with developmental disabili-
ties.

In October of 1987, the Governor of Colorado signed
an executive order promoting state agency employ-
ment of persons with disabilities. Asaresult, people
with disabilities have increased access to state em-
ployment. From November 1987 until April of 1989,
142 people with disabilities were hired by the State.
Of these 78 were hired under the provisions of the
executive order. This important source of jobs was
recognized by about onefifth of the states. In
Idaho, the Human Rights Commission Act was
amended to add disability as a protected basis for
discrimination in employment.

Many State Council reports cited both consumer
comments and the Harris study to make the point
that people with developmental disabilities want to
work, but lack the opportunity to work.

Critical Issues and Barriers

The major issues addressed by the State Planning
Councils focused on the fact that too few adults had
real employment. Some of the states compared the
employment experience of those surveyed with the
Harris Poll national data. The following graph pre-
sents that comparison using the summary of state
consumer survey data. Based on these data even a
smaller proportion of those with developmental dis-

abilities are employed than the population of all
people with disabilities sampled by the Harris Poll.
These findings were bolstered by consumer com-
ments in the forums and focus groups reported by
the State Councils.



Comparison of Employment. Status for Selected Categories
{Summary of State Consumer Surveys)

V' Adulis with developmental disabilities

continue to "work"” in segregated day
programs rather than "real jobs."

Employment Status of Respondents
Ages 16 and over
(Summary of State Consumer Surveys)

Element Percent
Competitive

Working FT 8%

Working PT 9%
Supported

FT supported 2%

PT supported 2%
Sheltered

FT sheltered 11%

PT sheltered 7%
FT student/trainee 21%
Unable to work 11%
Other* 29%

* Other includes individuals who are retired,
keeping house, deing full or part-time vol-
unteer work, or doing none of the above.

5L
4%
0% M consumer Survey
2€00% 7 Harrie Poll
. %
7N
N AN 7
Full Time Work  Part Time Unabte te Full Time Other
Work work Student.

Severa State Planning Councils directly or indirectly
made the point that the sheer economic power of the
vocational services system was a barrier to employ-
ment in the community. States made this point in
many different ways. Perhaps the single most telling
example was one in the Idaho report that described
how the providers' association had effectively pro-
moted state legislation that made it illegal to fund
non-association members, thus creating a virtual
service monopoly.

Data from the summary of state consumer surveys
illustrate the relative use of sheltered employment
and training programs compared to community em-
ployment. Thirty-nine percent of those surveyed
over age sixteen were in full- or part-time sheltered
employment (11 percent and 7 percent, respectively)
or in full-time education or training programs (21
percent). The 39 percent figure was compared to the
21 percent of those people working competitively
(including those receiving supports).

Some State Councils fdt that day service providers
might have a vested interest in maintaining individ-
uals in programs for which they would be reim-
bursed, rather than to have individuals in regular
employment with reduced or no reimbursement for
the service provider. Another report explained the
necessity of sheltered workshops to retain the most
able workers in order to reach profitable levels of
productivity. Councils were concerned about wait-
ing lists for job development and placement services
by agencies such as vocational rehabilitation and the
mental retardation/developmental disabilities state
agency. Questions wereraised as to the relative d-
fectiveness of job development and placement ser-
vices operated by public governmental and non-



‘/ There is a shortage of integrated job op-
portunities.

./ Consumers and families fear a loss of
government benefits.

“ have the ability to work part-time, But
the amount I could earn does not make up
for what I wownld lase."

—Maine consumer

V' There is a lack of support for employers.

profit organizations, rather than for profit agencies
with a business orientation.

In addition to an overall lack of employment or a
suffering economy in whole states or in certain sec-
tions of states, fourteen Planning Councils specifi-
cally indicated a general shortage of integrated job
opportunities. Their reports mentioned several pos-
sible causes for the shortage. They saw employers
as being unaware of the potential of employing peo-
ple with developmental disabilities and as being
fearful of the liabilities and expenses of hiring such a
person. They suggested that the agencies within
their states had not made the proper overtures to
the private sector. Eleven State Councils specificaly
recognized that government had failed to take a
leadership role in the hiring of people with devel-
opmental disabilities, yet they were asking the pri-
vate sector to do so.

Other barriers mentioned included family resistance
brought on by a sense of uncertainty and insecurity.
Many people with developmental disabilities and
their families were reluctant to risk the loss of health
and income subsidies by becoming employed.
Specifically, they mentioned the loss of Medicaid,
Medicare, Socid Security Disability Insurance (SSDI)
benefits, Supplemental Security Income (SSl), Food
Stamps, and housing subsidies. As will be discussed
later in this section, a lack of access to accurate and
updated information about these programs is part of
the reason for this resistance. Some State Councils
pointed out that income needs-based programs do
offer disincentives, particularly when there are wait-
ing periods to begin receiving benefits again. An-
other fear identified was the potential for losing ajob
and ending up without any source of income or ben-
efits.

About onefifth of the State Planning Councils ex-
pressed concern about direct support to employers
of people with developmental disabilities. They
cited the lack of employer awareness and education
programs. As stated above, employers were seen as
not being attuned to the employment needs of peo-
plewith developmental disabilities and the potential
benefit to employers of hiring them. More impor-
tantly, these states saw a need to actively support in-
terested employers with incentive programs, such as
the Targeted jobs Tax Credit. A few states referenced
the untapped potential of the Small Business Admin-
istration Handicapped Assistance Loans. Yet other
state reports suggested that state government
needed to play a moreactiverole.



I/ People with disabilities are discrimi-
nated against in employment.

¢ People with developmental disabilities
living in institutions and segregated
communities lack access to integrated
jobs.

Most of the State Councils referenced specifically or
generally the failure to support employers to make
necessary job accommodations. They noted that
since many of these accommodations are not re-
source intensive, they can be done by employers at
little expense. A few states mentioned the Job Ac-
commodation Network, an employer to employer
effort, as an example of useful information for em-
ployers. Employers were also seen as needing tech-
nical assistance when it came to redesigning jobs so
that they could be done by people with developmen-
tal disabilities.

Fourteen Developmental Disabilities Planning
Councils explicitly mentioned employer and com-
munity prejudice as abarrier to integrated employ-
ment. While some reports approached prejudice and
discrimination as a product of ignorance that could
be remedied through education and awareness,
other states tended to see prejudice as the cause of
ignorance.

Four Councils directly referenced institutional living
as a barrier to productive activities, especially inte-
grated employment. As stated in the Minnesota re-
port, "Employment opportunities often fal apart be-
cause there is no housing." Institutional routines
often conflict with the demands of work hours.
Some Councils noted that many of the discrimina-
tory stereotypes were reinforced when the employer
and co-workers learn that the person with a devel-
opmental disability lived in an institutional facility.
Other states made the case for transportation and
other supports that link individuals' residential and
work  lives.

State Council Reports: Recommendations

In some cases State Planning Council recommenda-
tions were sufficiently general that they could be ap-
plied at both a federal and state level. For example,
one State Council report recommended that insur-
ance regulations be revised so that they do not pose
a disincentive to hiring people with developmental
disabilities. Some Councils advocated federal lead-
ership to involve the nation's businesses in solving
the unemployment problem for people with disabili-
ties which in turn would reinforce state efforts. The
final theme of this chapter addresses these recom-
mendations in more detail.



=¥ Pass the Americans With Disabilities
Act.

-> Expand work incentives in federal assis-
tance programs.

=P States should take a leadership role in
employment of people with developmen-
tal disabilities.

Federal:

Recommendations made by State Councils in their
reports focused on removing discrimination and
continuing to reduce disincentives to employment in
various federal assistance programs commonly used
by people with developmental disabilities. Twenty-

one Council reports specifically recommended ac-
tions to support passage of the Americans With Dis-

abilities Act that has passed the Senate and was be-
fore the House of Representatives at the time the re-
ports were submitted. Several states recommended
extension of work incentive provisions of the Sup-
plementary Security Income program to the Socia
Security Disability Insurance program. Others rec-

ommended adjusting the Medicaid and Medicare
programs to remove employment disincentives.
One Council suggested that Socia Security payment
levels do not create an incentive for people with de-
velopmental disabilities to work.

Federal/State;

There were no recommendations targeted to this
area.

State:

A total of ten State Councils recommended that state
government should engage in affirmative action
programs to hire people with developmental disabil-
ities. The implied rationale for this recommenda-
tion was that if the state government was to pro-
mote employment of people with developmental
disabilities, it had to lead by example. The Idaho
and Michigan Council reports contained specific
legislative recommendations related to rights protec-
tion and affirmative action. One report suggested
that five percent of all state government contracts
should be set aside for businesses run by people
with disabilities.

Four State Council reports recommended that small
business development efforts be undertaken with a
special emphasis on ownership by, and employment
of, people with disabilities. These economic devel-
opment efforts were seen as critical, especialy in de-
pressed areas of the country.



=» State executives should promote private
sector leadership.

d Transfer the ownership of the "problem"

of unemployment from the disability ser-
vice system to employers...."

—Georgia report

=} Conduct public and employer awareness
campaigns.

-) Provide training, technical assistance,
and support to employers.

The magjor Council recommendations for states in
creating work opportunities generally had to do
with the executive branch taking a strong role in
promoting full employment for people with devel-
opmental disabilities. Councils called upon their
state executive branches to create special initiatives
around employment of people with developmental
disabilities. Others recommended that their legisla-
tures create incentives such as favorable tax treat-
ment for those businesses that employ people with
developmental disabilities. Most of these recom-
mendations focused on the business community
playing a major leadership role. Councils in three
states went so far as to suggest that the whole sup-
ported employment /vocational services system
might be contracted to the private sector.

By far the most popular Council recommendation in
this section had to do with public awareness and
promotional campaigns conducted by states, and
aimed at employers and the general public who
make up the labor force. Some state reports recom-
mended forming employer and consumer groups to
promote the employment agenda for people with
developmental disabilities. One state report called
for a "private-public partnership." It was seen as
critical that employers hear the success stories of
employers and employees with disabilities.

Similar public awareness and education efforts were
recommended to be directed toward people with
developmental disabilities and their families. These
programs would address the issues of therisks and
benefits of competitive employment, with or without
supports. The section on making informed choices
will present other related recommendations.

The State Council reports recognized that employers
would have to take extra steps in order to ensure
that their employees with disabilities are as produc-
tive as possible. State government was seen as as-
sisting employers with training and technical assis-
tance as well as other incentives such as tax credits
for hiring people with disabilities and making job
modifications and special accommodations. One
state recommended that employers be assisted in
gradually assuming the responsibility of providing
the full range of supports required by their employ-
ees with developmental disabilities.

One general recommendation made in three State
Council reports called for an ongoing analysis of the
labor market, particularly with regard to emerging
opportunities for people with developmental disabil-
ities.



=¥ Convert traditional day activity and shel-
tered workshop programs to competitive
employment support programs.

We would like to someday see the com-
plete phase-out of our sheltered work-
shop—even people with severe or pro-
found mental retardation can be served in
‘more normalized environments,”

—Dhio parent

While only three State Councils specifically recom-
mended converting current programs to competitive
employment programs with supports, it was evident
that many other Councils had already made this as-
sumption as a part of their analysis. One recom-
mendation was a moratorium on the construction of
new sheltered work facilities. State Councils rec-
ommended that incentives be made available to
providers that converted to supported employment;
however, the report writers gave no indication as to
what these incentives might be or how they would
work. One state suggested that disincentives be set
up for providers that persist in providing segregated
employment and pseudo-employment for people
with developmental disabilities.

2. Just wages and benefits

State Council Reports: Accomplishments and Opportunities

* Some private employers provide just
wages and benefits.

Several State Developmental Disabilities Planning
Councils mentioned examples, generally as a result
of the Rehabilitation Services Administration system
change grants, of individuals with very severe dis-
abilities working side-by-side with nondisabled
workers in factories, office buildings, commercial
businesses, and other employment settings for sig-
nificant wages. Severa states suggested that projects
that have the strong involvement of private em-
ployers, who directly hire the person with a devel-
opmental disability, are likely to pay wages at or
above the minimum level. For example, private em-
ployers such as McDonalds, IBM, Marriott Corpora-
tion, and the Woodward & Lothrop department
stores, have developed their own programs through
which people with developmental disabilities be-
come direct employees of the company and receive
commensurate pay and benefits with other employ-
€es.

State Council Reports: Critical I ssues and Barriers

v People with developmental disabilities
do not receive fair wages.

State Developmental Disability Council reports re-
lied heavily on their consumer survey data to ana-
lyze the earnings of the people with developmental
disabilities that they surveyed. Eighteen states ex-
plicitly identified low earnings as a mgjor impedi-
ment to an employment initiative. Data from the
summary of state surveys indicated that few people
with developmental disabilities are making a rea-
sonable wage.



Hourly Wage Study of those People Aged 16
And Over Working Full Or Part-time
{Summary of State Consumer Surveys)

* 25% made 49¢ per hour or less
¢ 50% made $1.28 per hour or less
* 75% made minimum wage ($3.30) or less
= 96% made less than the 1987 US average
wage of $9.
Hourly Pay
Mean $2.52
Median $1.25
Minimum $.01
Maximum $99.83

& Keith's biggest concern is that a lot of
time at the rehab center he is not working,
but just sitting. He said he could do that
at home too. His last check was only
$5.43 for two weeks. Once his check was

Consumers complained about extremely low wages
being paid by vocational program providers, espe-
cialy in sheltered workshops. An analysis of the
summary of state consumer surveys verified these
consumer concerns. Earnings were more than twice
as high in competitive (with and without supports)
employment programs than in sheltered programs.

In addition to low pay, consumers and State Council
reports raised the lack of benefits as an issue, five
states explicitly, others by reference. The Councils
saw people with developmental disabilities as re-
ceiving no or different levels of benefits than those
employees without disabilities. They reported that
this is more true for people who are technically em-
ployed by vocational service providers, while those
individuals who are directly employed in the private
sector are more likely to share in the benefits re-
ceived by other employees.

$.02’n
—Wisconsin parent
Comparison of Median Hourly Wages Between Sheltered and
Competitve (including Supported) Employment
(Summary of State Consumer Surveys)
$2.00
$2.00
$1.00
$0.00 -
Sheltered Competitive

Another critical issue raised in four of the State
Council reports was the use of earnings to offsat
other subsidies. For example, if one person in a
group home works and another does not, they may



still end up with the same amount of spendable in-
come. While the state reports commended the SS
Section 1619 provisions, there were concerns that
these provisions do not apply to other programs,
especially Socia Security Disability Insurance and
state operated programs. A few State Councils
noted that people living in Medicaid supported fecil-
ities or participating in the Medicaid Home and
Community Based (HCB) waiver program had little
incentive to work competitively because earnings
above their personal needs allowance would have to
be used to reimburse the Medicaid program.

State Council Reports. Recommendations

@) Revise federal wage policies so that peo-
ple with developmental disabilities re-
ceive a just wage.

=P Revise federal programs to ensure that
people with developmental disabilities
are not adversely affected by working,

-> Equal benefits should be required for all
employees without regard to disability
status.

- Revamp vocational placement philoso-
phy and procedures.

Federal:

A few State Planning Councils suggested that people
with disabilities no longer be subject to exemption
under the Fair Labor Standards (Sec. 14(c)). Instead,
they recommended that employers be subsidized for
lost productivity,

To address the issue of replacing a program benefit
with earned income, several State Council reports
recommended that federal programs should be
amended to protect earned income. The Supplemen-
tal Security Income program was mentioned as a
potential model. Specifically noted programs in-
cluded: Socid Security Disability Insurance, Medi-
caid, Medicare, HUD housing subsidies, and food
stamps.

A few State Councils that were concerned with the
unequal treatment of people with developmental
disabilities recommended that the nation's employ-
ers be required to provide equal health and medical
benefits to al employees, including those with de-
velopmental disabilities.

Federal/State;
There were no recommendations in this area.
State:

Severa State Council reports faulted the placement
practices of those people responsible for making vo-
cationa placement decisions. Decisions to place an
individual in a sheltered workshop, where earnings
might be less than one dollar per hour, as opposed to
a supported competitive work situation where the
individual could earn the minimum wage, were
guestioned. Some State Councils recommended that



Provide interim health insurance cover-
age uniil employee eligibility require-
ments are met.

this process be revamped based upon business
rather than human service principles.

Recognizing that thereis often a gap between begin-
ning ajob and becoming eligible for health insurance
benefits, one Council recommended that state gov-
ernment should provide this interim insurance cov-

erage.

3. Supportsto successful employment

State Council Reports: Accomplishments and Opportunities

Supported employment is a must. We
spend a lifetime building up our children's
self esteem, telling them they can do
things, and when they graduate, it's as if
the rug is pulled out from under them."

—Arkansas parent

The Supplemental Security Income pro-
gram 1619 work Incentives

The Office of Special Education and Re-
habilitation Services supported employ-
ment system change projects

State Council Reports:

Suppeorts are unavailable.

State Developmental Disability Council reports al-
most universally saw competitive employment with
supports as the means by which people with devel-
opmental disabilities could become productive con-
tributing members of their communities. Without
these supports they would continue to be hidden
away in segregated day programs with little chance
of improving their quality of life. As described
above, the benefits of supported competitive em-
ployment are slowly beginning to be recognized.

Many State Councils pointed to the recent inclusion
of work incentives in the SSI program. A few
pointed out the January 1990 increases in the amount
of the substantial gainful activity allowance from
$300 to $500 per month. State Councils described the
various supported employment initiatives that were
going on in their state. They noted that these pro-
grams provide an important income support that
makes starting out in a real work situation a more
viable option for people with developmental disabil-
ities, particularly those who have unusual expenses
or whose disability limits their ability to earn large
amounts of money.

Severa Councils commended the federal Rehabilita-
tion Services Administration for its systems change
grants, which were seen as important in the progress
toward the goal of productivity in their state. They
pointed out that these programs brought a focus to
the issues and created a forum for discussion as well
as a variety of innovative programs around the de-
velopment and maintenance of supports.

Critical Issues and Barriers

By far the most important issue (specifically cited in
twenty-three State Planning Council reports) was
that needed supports are unavailable or poorly co-
ordinated. The most frequently mentioned support
was transportation to and from work, an issue for all



V People are excluded from employment
because supports are too expensive or be-
cause they are unable to work 20 hours
per week.

./ Certain disability groups are excluded
from supports.

employees, regardless of disability. Other specific
supports were personal care attendants and adaptive
devices and equipment; related issues of availability
are discussed in the chapters on supports and edu-
cation.

In their discussions of supports to employment,
most State Planning Councils assumed that a job
coach would be present, but several states suggested
options to having a job coach present on the job site
(e.g., co-workers who act as job coaches). Other in-
dividuals might simply need work site modifica-
tions. The summary of state consumer survey re-
sults for those between the ages of 18 and 64 suggest
that 11 percent and 16 percent require work site
modifications and on-site aides, respectively, in
order to work.

One report defined supports as "whatever it takes" to
place and maintain people with developmental dis-
abilities in competitive employment. Several Coun-
cil reports raised the concern of a lack of flexibility
when it came to providing supports. They noted
that supported employment must be based upon a
comprehensive plan of supports that considers the
needs of the individual, the employer, and the re-
quirements of the job. As described by the Califor-
nia Council, "More attention must be focused on em-
ployment goals....Flexibility and comprehensive
service planning are key factors." (California report)

Two State Councils pointed out that the supports re-
quired by a few individuals are both extensive and
expensive, and that some of theseindividuals are be-
ing excluded, on the grounds that their support
needs are too great. Several Councils also ques-
tioned federal funding requirements that limit sup-
ported employment eligibility to those who can
work at least 20 hours per week. Such policies were
seen by Councils as directly contrary to the sup-
ported employment philosophy, that competitive
employment be available to those with the most se-
vere disabilities.

Fifteen State Council Reports specificaly raised the
issue of the exclusion of certain groups of people
from supported employment based upon the nature
of their disability, primarily people who have devel-
opmental disabilities other than mental retardation.
More particularly, the Council reports highlighted
limited access to supported employment for those
with physical disabilities, chronic behavior prob-
lems, chronic mental illness, multiple disabilities
(e.g., dual diagnosis), and autism. Severa Councils
noted that this problem seemed to be entwined with



./ The conversion from traditional day pro-
grams to supported employment poses
serious difficulties.

o’ There are serious concerns about the
quality of supported employment pro-
grams,

v Funding for supports is inadequate and
inequitable,

¢ Funding of vocational rehabilitation pro-
grams is inadequate,

the issue of the agency that was designated to pay
for or provide the long-term supports; those people
who lacked an agency affiliation seemed to be less
likely to receive supports or to have access to sup-
ported employment initiatives.

Although supported employment was seen by most
State Planning Councils as the key to employment of
people with developmental disabilities, the nuts and
bolts of moving from a segregated, sheltered system
of employment to integrated competitive employ-
ment with supports was found to pose magjor chal-
lenges to policymakers, providers, employers, con-
sumers, families, and advocates. Severa State
Council reports recognized the inherent difficulties
in moving a day service system that has as a mgjor
part of its mission the protection of its client popul a-
tion, to turn around and place them in the competi-
tive labor market. The reports pointed out that there
is no economic incentive for service providers to lose
their clients to the labor force.

Six State Council reports indicated that there were
serious quality issues in the provision of supported
employment in their states; twelve states questioned
the qualifications and performance of the staff of
agencies providing supported employment. A few
reports related poor performance to low rates of
compensation for direct service staff in supported
employment. Other reports saw the problem as be-
ing the result of a lack of sound management prac-
tices including recruitment, training, supervision,
quality assurance, information systems, remunera-
tion packages, etc. State Council reports also indi-
cated that the problem might be caused by a lack of
a clear policy direction on the part of government
agencies.

Virtually al of the State Planning Council reports
recognized that a shortage of fiscad resources was in
part responsible for the lack of employment sup-
ports. They pointed out that the responsibility for
funding long-term supports fdl largely on state
mental health and developmental disabilities agen-
cies. Lack of fiscal resources resulted in long waiting
lists and the exclusion of particular disability groups.

Severa State Councils noted that vocational rehabili-
tation (VR) services are inadequate and not fully
funded (i.e., matched) in some states. It was noted
by several Councils that supported employment ser-
vices represent a small proportion of the total VR
program. They also pointed out the systemic failure



V' Medicaid regulations are too restrictive
regarding personal care attendants.

v People who live in rural areas are less
well served than those who live in urban
areas.

of vocational rehabilitation to reach people with de-
velopmental disabilities, with individuals often de-
nied service because they "would not reasonably
benefit from rehabilitation.”

The funding of personal care attendants through
Medicaid was found to be problematic when the in-
dividual is engaged in supported employment. Sev-
eral State Councils pointed out that while the Medi-
caid program was willing to fund a personal care at-
tendant if the individual did nothing productive, it
was not willing to continue that support if the per-
son attempted to work.

Several State Councils, particularly those with large
rural populations, raised the issue of the disparity in
services and supports between the urban centers and
therural areas of their states. They noted that other
supports essential to employment in the private
sector are frequently not available or inappropriately
targeted.

State Council Reports: Recommendations

=» The programs of the Rehabilitation Ser-
vices Administration should be reformed
to better provide supported employment.

Twenty-two State Developmental Disabilities Plan-
ning Council reports, the largest number in the em-
ployment area, recommended that additional fund-
ing be allocated to the provision of supports. Most
reports were not specific as to the source of this
funding.

Federal:

Severa State Councils recommended reforms of the
programs administered by the federal Rehabilitation
Services Administration (RSA) to better serve people
with developmental disabilities, such as establishing
a priority for serving people with developmental
disabilities and holding state agencies accountable
for achieving employment outcomes for these peo-
ple through the RSA reporting system. Others sug-
gested that the removal of timelimitations on VR as-
sistance for supported employment would enable
individuals who were currently unserved to be
served. Another recommendation was to lift sup-
ported employment eligibility restrictions for people
unable to work a minimum of 20 hours per week.
Five State Councils recommended that the Rehabili-
tation Services Administration be required to report
its success with people with developmental disabili-
ties. One recommended that the vocational rehabili-
tation system's Client Assistance Program should be
required to report on the reasons that clients refuse
services or fal to cooperate.



=P  Medicaid regulations should be revised
to support competitive employment.

“?» Fund supports to the levels required to
achieve fairness.

=P Provide supported employment to indi-
viduals with developmental disabilities
who are currently unserved.

Several Council reports called for revision of federa
Medicaid regulations to be more supportive of peo-
ple with developmental disabilities working compet-
itively. They were particularly concerned that pro-
vision be made for paying for personal care atten-
dantswhile people who require them are working.

Federal/State;

The State Councils that made recommendations re-
garding the change in the Medicaid and vocational
rehabilitation programs saw those changes as a first
step to actions at the state level to secure similar
changesin their state programs.

State:

Severa State Planning Councils recommended that
funding for long- and short-term employment sup-
ports be increased at the state level. A few states,
recoghizing the fiscd realities of state budgets, made
specific recommendations as to how to reallocate
funds. The most popular of these recommendations
was to transfer funding from segregated day and vo-
cational programs to the provision of supports. One
State Council report suggested that the state contract
with the private sector rather than the traditional
service agencies. Another report suggested that
workers with developmental disabilities be given
vouchers to purchase their own supports. Another
report recommended that employers be assisted to
gradually assume the responsibility for providing
long-term supports.

Many Councils were specifically concerned about
transportation support and personal care attendants.
They indicate that these supports tended to be ex-
pensive to provide but were absolutely essential for
some individuals.

One Council recommendation was to view enclaves
and crew models (specific forms of supported em-
ployment that tend not to be integrated) as tradi-
tional sheltered programs, with resources for those
models moved to supported employment.

Severa State Councils recommended that supported
employment in their state be extended to those peo-
ple with developmental disabilities other than men-
tal retardation. Specificaly, they recommended in-
clusion of those with severe physical disabilities,
chronic mental illness, multiple disabilities, and
autism. One state recommended special efforts to
include immigrants, refugees, and members of mi-
nority groups.



-> People in supported employment should
have comprehensive individual service
plans focused on employment goals.

- Quality assurance and accountability
must be established.,

- Improve the capacity of all personnel.

In raising the issue of alack of coordination, a few
Councils saw the answer in the development and
maintenance of a comprehensive vocational plan
that had a goal of competitive employment. One
Council suggested that such a plan would consider
al possible sources of support and would be de-
signed to maximize the person's independence. The
employer would play a key role as would other sig-
nificant individuals in the person's life such as
roommates or residential service providers. The
same report recommended that mechanisms would
have to be established to allow joint responsibility
for administering services to individuals.

A reading of the issues raised and recommendations
made in most State Council reports indicated that,
for most states, the promises of supported employ-
ment were accepted, but they were not being met by
the service delivery system. A few saw a lack of
quality assurance and accountability systems as a
cause of the problem. These reports recommended
that the relevant state agencies strengthen or estab-
lish clear systems of accountability. As a part of
these systems they recommended management in-
formation systems that would identify people with
developmental disabilities and report employment
outcomes (e.g., hours worked, dollars earned, inter-
actions with people without disabilities) and sup-
ports provided.

A second type of recommendation to improve the
quality of supported employment services was to
improve the capacity of the people providing sup-
port services. Approximately fifteen State Councils
made recommendations in this area. Proposals
ranged from improving staff recruitment procedures
to supervisory and management skills. Most rec-
ommendations were for a much higher level of train-
ing and technical assistance based upon clear values
and a competitive employment goal. A few State
Councils fdt that salary and benefit packages should
be improved.

4. |nformed choicesin employment

State Council Reports: Accomplishments and Opportunities

After I graduate, I want to be the first
mentally retarded astronaut. If I can't do
that...I think I'll be g professional skate-

boarder"

—Washington consumer

Severa transition programs, continuing education
programs, vocational counseling and family support
initiatives around career development for people
with developmental disabilities were described in
the State Council reports.



State Council Reports:

Individuals have litile or no control over
career choices.

My son is employed as a 'retail clerk’; that
means he is a stock boy. Is he to be locked
into this job for the rest of his life?"”

—New York parent

The New Hampshire Developmental Disabilities
Council reported that the New Hampshire Jobs
Training Council (state Jobs Training and Partner-
ship Act agency), that led the nation in participation
of people with disabilities, has been involved in the
development of a number of supported employment
projects. It has played an important role in new ca
reers development for people with developmental
disabilities.

Critical Issues and Barriers

Several State Councils raised as a critical issue the
transition from the educational system to the adult
service system as a barrier to employment, particu-
larly for those who require supported employment
services. Some Councils noted that adult services
and supports to employment are not an entitlement,
in contrast to educational services under P.L. 94-142.
(Only one report—California—indicated that thereis
an entitlement to adult servicesin the state.) Severa
State Councils pointed out that many people with
developmental disabilities who reach the upper age
limit of their state's public school entitlement find
themselves suddenly with no service system.

A continuing theme in the education sections of the
State Council reports was the weakness or lack of
employment preparation and experiences for young
people between the ages of about 12 and 21. The
summary of state consumer survey data supports
this contention in that fully 26 percent of al respon-
dents to the consumer survey said they needed voca
tional education and even higher percentages of 27
percent and 33 percent saw the need for employ-
ment and vocational training, respectively. This
weakness is reflected in the vocational sections of
state reports as well.

In spite of the gains that the Commonwealth
has made in recent years to expand the
availability of employment services for per-
sons with developmental disabilities, there
still exists limited diversity in the options
available to persons. Asaresult, most Vir-
ginians with developmental disabilities have
very little choice in the employment services
they receive. (Virginiareport)

Asiillustrated by the above quotation from the Vir-
ginia report, many Councils pointed to the need for
"career planning" rather than one-time job place-
ment. These states saw a lack of career planning
services for people with developmental disabilities
that looked at their job needs and desires over the
long haul. Frequently, State Councils used the con-



sumer survey to point out the small percentage of
people that had control over choosing their occupa-
tion and the narrow range of occupations in which
people were employed. They said that too often
daff of agencies decided what job people with de-
velopmental disabilities had. This concern was con-
firmed in the state consumer survey summary.
Nearly one-half of the working age consumers had
no control over their career or day activities. Less
than one-fourth made the decisions without assis-
tance as to how they spend their day.

"How Wotking Age (18 through 64} Adult's Primary Activitles are Determined
(Summary of State Consumer Surveys)

Unassisted Othere Asslsted

v People with developmental disabilities
have very few real job options.

Sraff Aesleted Othere Declded

Staff Declded

Several State Planning Council reports raised con-
cerns about the limited job options open to people
with developmental disabilities. Specific issues
identified in the reports included the following:

» Sheltered workshops are the only options avail-
able for many individuals with developmental
disabilities. People are locked into the jobs
available through the program.

 Crew or enclave models limit opportunities
similar to sheltered workshops.

» Sheltered employment provides little or no op-
portunity for upward mobility.

* Some supported employment situations have
limited opportunities for upward or lateral mo-
bility.

Most of the Councils indicated that it is only when
people with developmental disabilities have access
to the labor markets that they have meaningful job
options.



v/ Little information is directly avaitable to
people with developmental disabilities
and their families.

l/ People with more ability are held back in
sheltered programs.

A few Planning Councils found that vocational pro-
grams are slow to take advantage of new career and
job opportunities in the community. They ques-
tioned the ability of these service providers to find
and develop new jobs with community employers.

Severa State Council reports indicated that thereis
very little accurate and comprehensive information
directly available to people with developmental dis-
abilities and their families about the full range of
options that might be available. They pointed out
that new adaptive devices and technology come onto
the market al the time, including new approaches to
supported employment (e.g., co-worker support in
private sector placements). These Councils noted
that this information, while presumably available to
professionals, rarely gets directly to the consumer.
Some suggested that this lack of information main-
tains the person with a developmental disability ina
subservient role to the service provider.

One Council pointed out a common practice in shel-
tered programs of not placing out the more talented
workers because high output, productive workers
are retained to offset those who are slower. This
state's report pointed out that, while this practiceis
logical from a provider view, it is totally illogica
from an employee point of view, as the person who
has developed vocational skillsis denied the oppor-
tunity to put them to use in the real world of work.

State Council Reports: Recommendations

-> People with developmental disabilities
should make their own employment
choices.

Severa Developmental Disabilities Planning Coun-
cils made the fundamental recommendation that no
person should be compelled to work at ajob not of
his or her own choosing; people who have no choice
as to their job and who receive very little pay arein
peonage. The recommendations that the states pro-
posed under this theme generally focused on ensur-
ing the civil rights of people with developmental
disabilities, a fundamental value that ran through
the recommendations directed at all levels of gov-
ernment.  As recommended by the Washington
Council, "No individual should be forced to accept
an inappropriate or undesired employment position.
Choice should be an inherent part of the employ-
ment assessment process.” (Washington report)

Federal:

There were no specific federal recommendations.



-> Strengthen vocational programs in the
schools and prepare young people with
developmental disabilities for choosing a
career path.

= Reform existing adult vocational service

systems to focus on placements in inte-
grated community jobs,

-> Empower consumers and families to con-
trol their own career options.

Federal/State:

There were no specific federal/state recommenda-
tions.

State:

Several State Councils recommended the establish-
ment of transition planning in the educational sys-
tem beginning at age 14 or younger for children with
developmental disabilities (not al children in special
education). They recommended that these transi-
tional vocational programs and services expose the
young person to real work settings in the commu-
nity, and that apprenticeship programs and other
community experience programs that expose stu-
dents to "red" jobs should be promoted. Reports
noted that while the educational system may take
career planning skills and the actual development
of a career plan for granted with some students,
young people with developmental disabilities re-
quire support and education. Generally, they have
fewer options and, by definition, require more assis-
tance than others in society; therefore, the State
Council reports recommended that schools
strengthen their vocational programs so that they
produce jobs for students with developmental dis-
abilities.

Several State Council reports placed a part of the re-
sponsibility for poor information and guidance with
the current day service system that is dominated by
rehabilitation and sheltered employment services.
One state recommended the abolishment of shel-
tered and work activity practices, while another rec-
ommended studying their placement policies before
making such a decision.

In this area by far the strongest recommendation by
Councils was to provide education and information
to consumers and their families about career oppor-
tunities, accommodation strategies for job sites,
adaptive equipment and devices, etc. They recom-
mended that families and consumers should learn to
assess their own skills, recognize quality employ-
ment services, and advocate for themselves.



5. Alter nativesfor those who do not work competitively

State Council Reports: Accomplishments and Opportunities

State Council Reports:

V People with developmental disabilities
need to be able o0 take real vacations and
retire.

“ Do you really think I like going to that

summer camp for the disabled? I'm 40
years old! Hell, if I had the money...I'd go
to Hawaii like everyone else.”

—Washington consumer

V' Thereisa minority position to maintain
traditional day programs for some indi-
viduals.

None of the reports contained examples of accom-
plishmentsin this area.

Critical I ssues and Barriers

Several State Planning Councils recognized that
people do not work all the time and should not bein
a "program" al the time. If people with develop-
mental disabilities are to be independent and inte-
grated, as well as productive, these Councils were
concerned that the opportunities for leisure, recre-
ational, spiritual, etc., activities must be provided. A
few Councils noted, however, that when they are
treated as "services' or "programs" they no longer
qualify as "non-work" activities. One report pointed
out that adults who work (whether in sheltered or
competitive employment) do so only part time
(about 25 hours per week according to their con-
sumer survey). Other Councils reported that many
people simply spend the rest of their day sitting.
The New York report stated, "People living in com-
munity residences are aging out and want to retire,
but there is no money to retire on because of the low
wages they have received working in sheltered
workshops."

Eight State Councils raised concerns about the avail-
ability of or funding for pre-vocational, sheltered,
and other adult activity programs. Two of these re-
ports stated that there would be a group of people
who could not benefit from supported or competi-
tiveemployment. Another raised concerns about the
status of those individuals who might lose their job:
Where would they go? What would they do? One
Council was concerned with the content of these day
programs.

State Council Reports. Recommendations

Federal:
There were no federal recommendations.
Federal/State:

There were no federal/state recommendations.



-> Develop retirement and leisure time op-
tions.

-> Strengthen traditional day services.

State:

The Indiana report contained the following recom-
mendation: "Indiana shall ensure that adults with
disabilities who are not employed have opportuni-
ties for valid and enriching life pursuits and life en-
richment with outlets for creative expression in
mainstream [integrated] environments." Other
states simply indicated that options for retirement
and leisure time activities need to be devel oped.

Eight State Councils recommended that traditional
"adult day programs" be strengthened or expanded.
These recommendations were in conflict with the
much larger number of Councils that recommended
elimination of these programs in favor of programs
and supports oriented toward competitive employ-
ment.

6. Sufficient incometo meet basic needs

State Council Reports: Accomplishments and Opportunities

Satisfaction with Financial Assistance Programs
(Summary of State Consumer Surveys)

Program % Receiving % Dissatisfied

AFDC 10% 31%
SSI 59% 16%
S5DI 22% 14%

There were no State Council reports that had posi-
tive examples of state operated income guarantee or
other subsidy programs independent of the Social
Security programs of Supplemental Security Income
and Social Security Disability Insurance. Many
states did, however, mention these federal programs
as positive attempts to meet people's basic need.
Frequently mentioned were the work incentive pro-
visions discussed above. The lowa Council made
the following observation:

About two of every three consumers sur-
veyed use SS assistance, making this one of
the most highly utilized programs studied in
this report.  Consumers comment that the
program has helped them to be more inde-
Pendent, to learn to handle money and fol-
ow a budget, and to locate resources which
help with integration into the community.
(lowa report)

The summary of state consumer surveys indicated
that arelatively high percentage of people used and
were satisfied with the Supplemental Security In-
come program. The sixteen percent dissatisfaction
rating was roughly equivalent to that of the Socia
Security Disability Insurance program, which was
used by 22 percent of those surveyed. For compari-
son,, 10 percent of the respondents received Aid to
Families with Dependent Children, but nearly one-
third of them were dissatisfied.



State Council Reports: Critical 1ssues and Barriers

¢/ Adulis with disabilities are poor.

o 5SDI benefits are too low.

‘/ State supplements to SSI are tog low.

Twenty-nine State Planning Councils raised issues
on income. Many of these focused on the work in-
centive provisions of S3 and SSDI.

Several State Councils pointed out that Americans
with disabilities are twice as likely to be poor as
their non-disabled counterparts. States pointed out
that even with Supplemental Security Income and
state supplement payments, people with disabilities
still fal below the poverty level. Astheldaho Coun-
cil noted:

Money is thebasis of all society's operations.
It is the medium for meeting basic human
needs. It takes money to buy clothing, shel-
ter, food, and transportation. But of al Ida-
hoans, those with disabilities are most likely
to have the least money. They get less than
$50 a month in personal spending al-
lowances in group nomes. Th% make less
than minimum wage in workshops. Ida-
hoans with mobility disabilities have to ride
"gpecid" public transit if they don't have a
vehicle, and this service is $1to $2 per one-
way trip in town. Citizens with a disability
do not typically have pensions or retirement
funds. (Idaho report)

Five State Planning Councils were concerned that
SSDI benefit levels have failed to keep pace with in-
flation. The median decline in benefit levels ad-
justed for inflation was 37 percent from 1970 to 1989,
according to these states. Most of these also noted
that the SS payment levels were well below the fed-
eral poverty level.

Councils reported that the state supplement portions
of the Supplemental Security Income program
ranged from three states that provided none, to Cali-
fornia, in which the supplementary state payment

(SSP) of $364 was higher than the federa S3 pay-
ment of $238 per month at the time of the report.
The Cdlifornia report, however, pointed out that be-

cause of the higher costs of living in that state, it was
very difficult to survive in the community.
Louisiana, at the other extreme, had a supplemen-
tary state payment of $12.65. The vast mgjority of

those Councils addressing income needs in their re-
ports fdt that these amounts were too low to provide
for the basic needs of individuals.



v People with developmental disabilities

and their families are not treated with re-
spect when they apply for income sup-
port.

Provisions of federal and state assistance
programs continue to be disincentives to
employment,

The work incentive provisions of the §5I
program (1619 a and b) are underutilized.

There is a lack of awareness about the
work incentive provisions of the Social
Security Act.

o AFDC benefits are inadequate.

A few State Councils, based upon consumer and
family comments and the high percentage of dissat-
isfaction with the AFDC program reported in state
consumer surveys, were concerned about the lack of
respect shown AFDC recipients in local welfare of-
fices.

Severa State Planning Councils pointed out that the
low amounts of money that one could earn and still
be eligible for SS and SSDI benefits posed problems
for many individuals. Referred to as income from
"substantial gainful activity" or "SGA," these levels
were at $300 when the reports were prepared. Sub-
sequently, the SGA level has been raised to $500.
Limits on inheritances or family support (e.g.,
through a trust fund), or other "unearned" income,
were reported to pose difficulties for some people
with developmental disabilities and their families.

Many Councils highlighted Section 1619(a) of the
Supplemental Security Income program which pro-
vides additional benefits on a sliding scale for those
people who have limited earned income, and Sec-
tion 1619 (b), which protects their Medicaid benefits
when their income exceeds the levels to entitle them
to financial assistance. Several State Councils
pointed out that these provisions do not extend to
the Socia Security Disability Insurance program.

In reviewing the data from the Social Security Ad-
ministration on state participation in the section
1619(a) and 1619(b) provisions, several State Coun-
cils pointed out the low participation rates in the
program in their respective states.

A few Councils mentioned specifically that people
with developmental disabilities, their families, and
care providers were not receiving information and
education on the 1619(a) and (b) provisions in the
Supplemental Security Income program. They saw
this as part of the reason behind the low participa-
tion rates.

Nine State Councils pointed out that AFDC benefits
are inadequate to meet basic living needs, and that
further, the benefits have failed to keep pace with
inflation. The Louisiana Council pointed out that a
family of three would receive between $174 and $190
in rural and urban parishes, respectively, compared
to the national median of $360. M assachusetts noted
that the entire AFDC grant would equal the cost of a
two-bedroom apartment.



v/ Income assistance and subsidy programs
contain disincentives for people with de-
velopmental disabilities.

v/ Thereisa marriage penalty in the SSI
program.

Severa Council reports pointed out that programs
such as Medicaid, Section 8 Housing, Food Stamps,
and AFDC have provisions that make it difficult if
not impossible for parents to provide for the long-
term welfare of their children through gifts (e.g.,
property) and trusts, because earned and unearned
income and assets affect initial eligibility and the
ability to maintain eligibility for means tested pro-
grams that put people with developmental disabili-
tiesat risk. Thereports pointed out that if the limi-
tation on assets does not disqualify the individual,
then the income from the trust fund will. Families
therefore lack incentives for planning for the future
of their members with developmental disabilities.

A few Councils noted that while the SS program has
provisions for earned income, other programs do
not. State reports complained that earned income
often simply offsets a subsidy, providing no incen-
tive for working.

A few Planning Councils pointed out that if two
people with developmental disabilities get married,
they will suffer a significant penalty in loss of bene-
fits. The summary of state consumer surveys data
show that 89 percent of all adults surveyed were
never married.

State Council Reports: Recommendations

*P Increase the federal benefit levels for the
S8I, SSDI, and AFDC programs.

“® Revise the regulations to the SSI and
SSDI programs.

Federal:

Virtualy al of the State Planning Council reports
that addressed the income issue recommended that
benefits be raised to at least the poverty level.
Councils frequently combined their recommendation
for state and federal levels of government.

Five State Councils recommended that the regula-
tions in the SS program be revised to eliminate the
disincentive to marriage. Another Council recom-
mended reduction of SS program eligibility restric-
tions on ownership of property. About one-third of
the Councils recommended support for the devel-
opment of work incentives in the SSDI program sim-
ilar to the 1619 component of the S program. An-
other recommendation in this area, made by thirteen
Councils, was to raise SGA levels in both the SS and
SSDI programs to the same level as for SSDI recipi-
ents with blindness. A few Councils also suggested
the need for a new approach to eligibility determi-
nation for income support programs for people with
disabilities that would be more complementary to
employment. The Connecticut report, for example,
contained the following recommendation:



-) Remove disincentives from other federal
assistance programs.

=P Increase the funding levels of the state
supplemental payments.

Consider eliminating the emphasis on pro-
viding that an applicant for cannot work.
Instead, require applicants to prove that
they have great difficulty in obtaining em-
ployment because of their disabling condi-
tion. In this approach, eligibility can be

ranted without assuming that, until work
disability has been proven, there is no point
in providing vocational rehabilitation ser-
vices. In fact, it would make senseto require
that vocational services be accepted as early
in the application phase as possible, and a
concerted effort made by the state rehabili-
tation agency to return the person to work.
(Connecticut report)

A unique recommendation from Guam Council was
to petition Congress to extend Supplemental Secu-
rity Income (SS) to Guam for individuals with de-
velopmental disabilities.

Other Council recommendations included:
» Simplification of SS application procedures

* Reduction of the waiting period between loss of
SS benefits and reapplication

* Permit children with developmental disabilities
to receive SS benefits regardless of their parents'
income while living at home

Other federal assistance programs need to be re-
viewed to eliminate disincentives to employment by
people with developmental disabilities, according to
several State Councils. For the most part, state re-
ports did not recommend specific technical changes
toindividual programs.

Federal/State:
There were no recommendations in this area.
State:

The most frequent recommendation put forward by
the State Planning Councils was to increase the state
supplemental payment to SS to bring the combined
level up to the poverty level. A few states (e.g., Cal-
ifornia) suggested that these benefit levels needed to
be even higher to reflect the high cost of living in
their state.

Other State Council recommendations included:

» Simplify application procedures for state assis-
tance



* Provide training to professionals on income as-
sistance programs

* Provide information and training to attorneys
and families on long term financial management
and planning

7, Responsive gover nment employment and income programs

State Council Reports: Accomplishments and Opportunities

* Agencies combine funds to serve people
with developmental disabilities.

The Connecticut Council described a unified state
employment and training initiative, focusing on a
"Job Center" concept. This initiative created the
Connecticut Employment and Training Commission
to develop and recommend to the governor a com-
prehensive plan for human resource development.
This initiative is an example of what one state has
done to address the lack of responsiveness of gov-
ernment systems to the employment needs of indi-
viduals with developmental disabilities. Other
states, particularly among those that participated in
the Office of Specia Education and Rehabilitation
Service's systems change grant program (26 states),
shared similar accomplishments in inter-agency co-
ordination and cooperation.

The Washington State report described such an -
fort as follows:

Agencies and organizations across the state
have learned th?/ must work together if
they are to provide adequate long-term em-
loyment support. Some collaborative &-
orts are being used or planned in Washing-
ton State. When possible, Job Training Part-
nership Act (JTPA) proc?ram funding is used
to provide training and short-term support.
This frees up funding under the Supported
Employment Program to provide for other
support and specialized materials. In some
counties, the Supported Employment Pro-
gram provides training money which then
allows local funds to be targeted for long-
term employment support. In some areas,
the Division of Vocational Rehabilitation
and the Division of Developmental Disabili-
ties combine funding to more effectively
serve people with severe disabilities.
(Washington report)

A collaborative effort involving the Illinois Planning
Council on Developmental Disabilities funded by a
5-year system change grant from the Federal Reha
bilitation Services Administration provides sup-
ported employment to 1,600 people through 87 pro-
grams statewide. They list a broad range of partici-



paling employers including banks, department
stores, factories, health care facilities, and state agen-
cies. The average wage is $3.52 per hour.

State Council Reports: Critical Issues and Barriers

¢/ Vocational rehabilitation's requirement

' that long-term supports be guaranteed is
unrealistic and creates a barrier to em-
ployment of people with developmental
disabilities.

v Agencies should better serve peaple.

V’ There is a leadership vacuum at the fed-
eral and state level regarding employ~
ment of people with developmental dis-
abilities.

Twelve State Councils described the following bar-
rier and others referred to it indirectly: vocational
rehabilitation (VR) supported employment programs
provide a time limited service and require that the
individual can be rehabilitated. VR agencies have
required that another agency (generally state mental
health and mental retardation/developmental dis-
ability agencies (MR/DD)) certify or guarantee that
it will maintain the supports for the individual after
the fixed time period set by vocationa rehabilitation.
Councils noted that state MR/DD agencies often are
reluctant to make such guarantees.

In their reports State Planning Councils frequently
pointed out the need for inter-agency coordination.
Some indicated that at least seven agencies could &-
fect an individual's career decisions (education,
MR/DD, vocational rehabilitation, Social Security,
JTPA, state financial assistance, state medical assis-
tance), and some states indicated even more. Each
agency has different rules and regulations governing
eligibility, treatment of resources and income, allow-
able services, etc. Several Councils fdt that the mul-
tiple eligibility requirements and requirements to
maintain benefits led to consumer confusion and
loss of benefits for otherwise eligible individuals.
Some pointed out that even professionals and advo-
cates provided incorrect information to consumers
because the rules and regulations were too complex
and sometimes contradictory.

Some State Councils felt that the economic and polit-
ical influence of the traditional service provision sys-
tem created a disincentive to cooperative planning
and servicedelivery. States also described alack of
consistent policies that they attributed to a lack of
clear and consistent policy goals and leadership to
carry them out. The leadership vacuum further ex-
acerbated the complexity of interlocking programs
and policies.

Other issues raised by some State Councils in their
reports included:

» The lack of consistent federal and statewide em-
ployment policies

» State agenciesfail to share resources.



State Council Reports:

= Clear federal policy leadership should be
established for the employment of peo-
ple with developmental disabilities.

o State agencies provide inconsistent individual
service plans and goals.

* There is a lack of flexibility in supported em-
ployment programs.

» Socid Service Block Grant funds are restricted to
day services and sheltered employment and
cannot be used for supported employment.

* Thereisno "score keeper." Thereis no manage-
ment information system that tells how the sys-
temisdoing.

» Certain federal and state agencies tend not to
serve people with developmental disabilities,

Recommendations

The Minnesota report contained the following gen-
eral recommendation that sums up State Council
findings on employment well:

We must develop and implement compre-
hensive employment programs for persons
with disabilities that: emphasize our com-
mitment to meaningful work, in integrated
settings, for equitable pay, in an atmosphere
of job and support security, with the oppor-
tunity for relationships for al adults, regard-
less of type or severity of disability; and rec-
ognize that individual citizens, includin
those with disabilities, have a fundament
responsibility to contribute to the social and
economic life of the community.
(Minnesota report)

Federal:

State Developmental Disability Planning Council re-
port recommendations for the most part were predi-
cated on an overriding recommendation: the devel-
opment of strong federal leadership, including the
authority to carry out- policies across several
branches of the federal government (e.g., Depart-
ments of Health and Human Services, Education,
Labor, Commerce, and possibly others).

Severa State Council reports saw as a part of the de-
velopment of federa |eadership the development of
a "coherent comprehensive" policy on the employ-
ment of people with developmental disabilities. A
few Councils recommended that a clear, specific
competitive employment target or goal be estab-
lished (e.g., labor force participation equivalent to
the general population by the end of the century).



Several Planning Council reports recommended the
establishment of an employment tracking system for
people with developmental disabilities. It was fur-
ther recommended in some reports that the Depart-
ments of Labor and Commerce be charged with this
responsibility as they are now with overall and mi-
nority employment reporting. A related recommen-
dation was to engage in inter-agency research and
planning around the employment initiative for peo-
ple with developmental disabilities.

A few Councils recommended that restrictions on
the use of federal dollars be loosened to allow for
greater flexibility in serving people with develop-
mental disabilities at the state and local levels, such
as supported employment eligibility for people un-
able to work aminimum of 20 hours per week.

Federal/State:
There were no recommendations in this area.
State:

State Councils made parallel recommendations to
their state leadership that strong policy leadership in
employment be devel oped.

The reports called for specific strategies to make
services more responsive to the needs of the indi-
vidual. Theseincluded:

e Establishing innovative accounting and funding
procedures

« Establishing a "lead agency" with the authority
to coordinate inter-agency activities related to
the employment of people with developmental
disabilities

» Conversion of facility-based services to ones
whose goal is integrated employment choices for
people with developmental disabilities

* Incentive funding to encourage rehabilitation fa-
cilities to convert to integrated employment

e Involvement of Employment Security and the
Jobs Training and Partnership Act agencies in
theinitiative

The following recommendation was made by the
Ohio Planning Council:



All agencies and services must loosen their
territorial grip and focus their energies and
resources to serving people, rather than con-
tinuing the current system of increasing the
size and complexity of bureaucracies and fa-
cilities, thereby further complicating the sys-
tem for ﬁ_eoplewnh developmental usabili-
ties. (Ohio report)
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VI. Housing

Sate Council Reports: Overview

@ What we know aboul community living:
ali people with developmental disabili-
ties, including those with severe devel-
opmental, behavioral, and health im-
pairments, can live successfully in the
community if appropriately supported.

—Connecticut report

The current system of “residential place-
ments” should be replaced by a system of
supports to individuals with develop-
mental disabilities and their families in
their own homes. '

~—Tennessee report
Household Size
(Summary of State Consumer Surveys)

Arrangement Percent
Alone 9%
1 other person 9%
2-5 52%
6-15 20%
16 and over 10%

100%

Total

Nearly all of the State Planning Council reports
identified the need for expansion of the community
living options available to people with developmen-
tal disabilities. Asdescribed by Councilsin their re-
ports, the array of desired options should include
individual supported living in homes and apart-
ments; family supported living, including substitute
family/foster home care for children; family size
units for adults choosing shared housing; and homes
with specialized gaff and supports for people with
specia needs, such as medical care, challenging be-
haviors, and intensive training needs. A minority of
Council reports included references to group homes
larger than family size and other congregate facilities
as part of the desired array of housing options.

Most of the State Councils placed primary emphasis
in their reports on the need to expand opportunities
for community living in general, while some em-
phasized the need for a conceptual shift from facil-
ity-based residential services to a system of supports.
Regardless of emphasis, a unifying theme across vir-
tually al reports was the need for increased home
and community options for people—both adults and
children—whose disabilities are more severe and
challenging.

Because of the Councils focus on home and commu-
nity-based living, there was considerable overlap be-
tween their discussions of housing and those fo-
cused on individual and family supports, especialy
those that enable children with developmental dis-
abilities to remain in their natural family home.
Some Councils' discussions of general and mental
health issues also identified housing-related matters,
such as the bias in health insurance to pay for insti-
tutional or hospital care but not for in-home or
community-based services. Similarly, many reports
noted the relationship between people's income
levels and their access to safe and affordable hous-
ing. Related information on housing discrimination
was found in some Councils' reports, as noted in the
chapter on civil rights.

State Planning Council reports tended to define
housing broadly in their review of state adminis-
tered programs using federal and state funds. Be-
cause many people with developmental disabilities
live in Medicaid-financed settings or are receiving



Medicaid-financed supports in conjunction with
their residential services, nearly all Council reports
included references to the state's use of the Medicaid
program. Specific programs discussed by the Coun-
cils included in particular the Intermediate Care Fa-
cilities for the Mentally Retarded (ICF/MR) pro-
gram; the Home and Community Based Services
(HCB) waiver program, including its "Model
Waiver" component; Medicaid financed nursing
home care (formerly the Skilled Nursing Facility and
Intermediate Care Facility programs, now combined
as the Nursing Facility program); and implementa-
tion of the nursing home reform provisions of the
Omnibus Budget and Reconciliation Act of 1987
(OBRA 1987).

A few reports included references to housing sup-
ports related to the child welfare provisions of Title
IV of the Socia Security Act, including foster care
and adoption assistance. It should be noted, how-
ever, that several other Council reports referred to
foster care and/or supports to adoptive parents
without specific reference to the federal programs.

Other federal program references which were in-
cluded in the State Council reports were:

e Generic and specialized programs of the De-
partment of Housing and Urban Development
(HUD), including Section 8/low income rental
assistance. Section 202/grants and loans for the
construction and rehabilitation of low-income
housing, and McKinney Act programs to expand
the availability of affordable housing and reduce
the incidence of homelessness

e Housing assistance funded by the Farmers
Home Administration

» Internal Revenue Service provisions affecting the
deduction of home modifications to promote ac-
cessibility

Nearly all State Council reports included discussion
of state-supported housing, in particular non-Medi-
caid financed community residences. Related state
initiatives included supports to families. Found in
most of the Council reports, these are financed pri-
marily with state revenues. The reports also in-
cluded descriptions of a wide variety of state activi-
ties across the full range of issues affecting housing
for people with developmental disabilities; some re-
cent housing initiatives described in thereports are
included in the section on Accomplishments and
Opportunities.



% Vision: there will be fewer and smaller

segregated facilities for people with de-
velopmental disabilities. There will be
ample alternatives to institutions and
safeguards to prevent unnecessary insti-
tutional admissions.

—West Virginia report

Vision: necessary support services will
be provided to families to allow them to
maintain their children at home....There
will be alternative, home-like residential
settings provided for children who, for
one reason or another, cannot live in the
natural home.

—California report

Vision: homes should be Iocated in
neighborhoods and communities where
individuals and families want to
live...Adults with developmental dis-
abilities should be in a home of their

choosing, have control over the selection

of housemates, and the home, whether
leased or owned, should be in their own
name,

—Louisiana report

The mgjority of State Councils defined goals in rela-
tion to where people with developmental disabilities
live. The six dominant themes of Council goals and
recommendations in this area were as follows:

1. Fewer and smaller segregated facilities

Virtually all the State Council reports looked ahead
to increased opportunities for people with devel op-
mental disabilities to live in homes that were part of
the community, with a corresponding reduction in
the use of large, segregated congregate facilities such
as state institutions and nursing homes. Related
goals found throughout the reports included an ade-
quate supply of alternatives to institutions; safe-
guards to prevent unnecessary institutional place-
ments; homes in areas without concentrations of
people with disabilities; and housing that provides
opportunities for meaningful interaction with com-
munity members without disabilities. A related goal
found across the reports was that non-institutional,
community based living arrangements be available
to people with all types and levels of disability.

2. All children in families

A second goal found in virtually dl the State Coun-
cil reports was that children with developmental
disabilities grow up in families, including the avail-
ability of "substitute" families as hecessary. Many of
the reports identified supporting children with dis-
abilities within the family home as the service sys-
tem's highest priority. A related goa identified by
many Councils was that no children grow up in in-
stitutions.

3. Adultsin homes of their choice

The primary housing goal for adults with develop-
mental disabilities found in the State Council reports
was that they live in homes in typical neighbor-
hoods, where they will be active participants in a
variety of community activities. Another major goal
identified by Councils was that adults be able to
choose where and with whom they live, and that
their furnishings and possessions will reflect their
personal taste. Several Councils also included the
goa of expanded opportunity for apartment living
and home ownership.



@ There should be a sufficient supply of
decent, affordable and barrier free hous-
ing so that people of all income levels
and disabilities have access to a home of
their choice,

—Georgia report

Vision for the ‘90s: since services are de-
livered by staff persons, the system guar-
antees that all staff are both competent
and caring.

—Rhode Island report

A vision of housing for people with de-
velopmental disabilities includes living
in the same homes as those without dis-
abilities, with supports to the individual
and adaptations to the living environ-
ment as needed.

—Vermont report

Where People With Developmental
Disabilities Live
(Summary of State Consumer Surveys}

hildren Adul

Home in community  95% 74%
Rooming house 0% 2%
Specialized facility 2% 12%
Nursing home 0% 3%
. Institution 3% 9%
Total 100% 100%

4. Decent, affordable housing

Another goal identified by many State Planning
Councils was that there be a sufficient supply of de-
cent, affordable housing so that people of all income
levels have access to a home of their choice and that
homel essness be eliminated. Many Councils particu-
larly noted the goal of affordable housing that is also
accessible to people with disabilities.

5. Housing quality standards maintained

A fifth goal found in the State Council reports was
that quality standards be maintained to assure that
people with developmental disabilities livein a safe,
caring and supportive environment where their
rights are fully recognized and protected. Goalsin
some reports focused on meeting the needs of indi-
vidual's; another focus was on the need for well qual-
ified and trained housing support saff.

6. Supported living

Many State Councils defined housing goals for peo-
ple with developmental disabilitiesin terms of their
living in the same kinds of homes as those without
disabilities, with supports to the individual and
adaptations of the living environment available as
needed to enable them to live in non-segregated
housing. A related goa found in many of the re-
ports was that resources previously devoted to
"residential service programs" be restructured as re-
sources for a flexible system of housing supports to
individuals with developmental disabilities and
their families that is based on the personal living
goals and choices of each individual.

These six goals or themes were found throughout
most of the individual State Council reportsin their
discussion of housing for people with developmen-
tal disabilities. It should be noted that the majority
of reports with separate discussions of housing
treated the subject of housing as "where people with
developmental disabilities live" The summary on
housing in this chapter does likewise, including the
full range of living arrangements, from medically
oriented facilities and state institutions to individual
and family homes.



1. Fewer and smaller segregated facilities

State Council Reports: Accomplishments and Opportunities

I tived at Dixvon Developmental Center for
23 years...now I have moved to my own
apartment....I signed my own lease, pay
my own bills, and for the first time I can
stay home without staff. This is the best
place I have lived so far. I like my room-
mates, and this is our place."

—Illinois consumer

* People do better living in the commu-
nity.

Programs designed to minimize the use of large in-
stitutions and other "residential services' that segre-
gate people with developmental disabilities were
featured in reports that included examples of recent
accomplishments. Examplesinclude:

The Community Options Program (COP) began
in 1982 as part of a newly developed Wisconsin
long-term care planning strategy to begin to get
a handle on escalating Medicaid nursing home
costs and to hold down the growth of nursing
home beds. COP uses the state portion of what
would otherwise be the state match for a Medi-
caid-funded nursing home placement to fund a
community-based alternative. Services are
based on the assessment of individual needs and
the development of a plan to address those
needs. A full array of services are available un-
der the COP program. In 1988 the total COP
caseload was 8,203, of which 1,622 (19.8 percent)
were people with developmental disabilities.
Without COP funding, these people could very
well have no community-based alternatives to a
nursing home. (Wisconsin report)

In a recent deinstitutionalization effort, an em-
ployee of the Utah State Training School chose to
become a private provider for three women who
had resided in the training school for 17,23, and
31 yearsrespectively. Asaprivate provider, she
took these women she had worked with in the
institution and helped them integrate into a
community setting. Early on she observed that
Mary had almost never spoken in the ten years
she had known her, but since "coming home"
(Mary's description) she has become a regular
"chatter box." The provider assumed while at
the training school that these women must have
dressed uncaringly because of the severity of
their disabilities. But in the community each of
the women had very definite ideas about how
she wanted to dress: one loved purple and lace,
another chose levis and sweaters, and another
sports clothes like "sweats." She said, "l would
like to take credit for teaching them all of the
new things they're doing, but | can't. | really
haven't done anything but give them a
chance...they just haven't had a chance before."
(Utah report)



* Institution admissions have stopped in
some states.

» At thebeginning of October 1989, the population
of [the state institution] was 95 residents. The
population has steadily declined for more than a
decade as admissions have ceased and efforts to
achieve community placements have been a top
priority within the Division of Mental Health
and Developmental Services. During the past
two years the population has declined by about
30 residents per year and the number of com-
munity placements has consistently exceeded
projections. (New Hampshire report)

State Council Reports: Critical Issues and Barriers

v/ Al but three states reported a lack of
community living arrangements,

®  1we been on the waiting list for seven

years."

—0Ohio consumer

The primary issue raised in the State Council reports
regarding where people with developmental disabil-
ities live was the need for more community-based al-
ternatives to institutionalization. All but three State
Councils identified the need for additional commu-
nity living arrangements. Most reports further noted
the lack of alternatives that are available to people
regardless of the nature or severity of their disability
and community living arrangements that promote
full participation in the life of the community.

Twelve reports specifically noted that there are long
waiting lists for community living arrangements, as
illustrated in the following table:

Waiting Lists For Community Living Arrangement

(Twelve State Council Reports}

State Number
California 8,023
Kansas 550
Michigan 3,000
Minnesota * 500
New Jersey 4,100
New Mexico 172
Ohio 7000
Tennessee 700
Utah 138
Virginia "Several hundreds”
Washington 1,100
West Virginia 179

* Semi-independent living only
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Iwant people to rentember that when they
look at waiting lists that these are not
numbers, these are people. It's everyday
quality of life that is suffering."

—Alaska parent

Inappropriate placements in nursing
homes

The ICF/MR model is difficult to use ap-
propriately.

v/ Institutions segregate people from the

community.

These waiting lists in some reports were described as
including significant numbers of current institutional
residents who are unable to leave because of the lack
of community alternatives. Other reports focused
more on adults with developmental disabilities who
are currently living with their families but who are
a risk of future institutionalization if community
options are not available.

Several Planning Council reports noted concerns
about people with developmental disabilities in
nursing homes and their state's implementation of
the nursing home reform provisions of the Omnibus
Budget and Reconciliation Act (OBRA) of 1987.
Some identified particular concerns regarding peo-
ple with physical disabilities inappropriately placed
in nursing homes, an issue related to findings from
the summary of state consumer surveys on where
people with various kinds of developmental disabili-
ties live. Specifically, adults with disabilities other
than mental retardation were more likely to live in
nursing homes (3.4 percent vs. 2.2 percent); however,
adults with mental retardation were more likely to
live in other institutions (11.8 percent vs. 5.0 per-
cent).

A related issue raised by many of the State Councils
was the concern that Medicaid Intermediate Care
Facilities for the Mentally Retarded (ICF/MR) and
other medical care oriented living arrangements are
inappropriate for many people with developmental
disabilities. As described by eight of the states:

The medically-oriented con%regate long
term care model of the ICF/MR program is
inappropriate for most people with devel-
opmental disabilities; even when the level of
care is technically apégrqprlate, the ICF/MR
model is extremely difficult to use in ways
that promote independence, productivity
and community integration because of its
medical care facility orientation.

Views on the role of institutions varied among the
reports, with some including a limited but reduced
role for large congregate facilities and others advo-
cating the elimination of the use of institutions alto-
gether. Virtualy al reports, however, identified the
need for a reduction in the reliance on institutional
care in the interest of promoting meaningful inte-
gration. Several State Councils specificaly identified
concerns regarding the segregating effect of institu-
tional living; a few further raised the concern that
"group homes" sometimes segregate people with de-
velopmental disabilities from others in the commu-
nity. As described in the Connecticut report,



v Funding is biased toward congregate fa-

cilities.

Medicaid will only provide 3343 per
month for in-home care, which cannot
meet my needs. But if the person with a
disability moves inte an ICF nursing
home, it will provide $1,074.60 for institu-
tional care at the same level.”

—Iowa consumer

"Congregate living generally does not foster com-
munity participation. Most group homes may look
like other homes in the neighborhood. Group
homes, however, group together people who may
not choose to live together if they had a choice, into a
house they don't want or own, and, sometimes, in a
neighborhood where they aren't wanted."

The barrier most commonly identified in discussions
of the need for more community living arrange-
ments was the bias in funding toward institutional
and congregate care, including funding bias in gen-
eral, federal funding bias (Medicaid in particular),
and involvement at the state level in ICF/MR facili-
ties. A related issue noted in a few reports was the
state's investment in the ICF/MR program. For ex-
ample, the Arkansas report observed that the state's
investment in the ICF/MR program "comes just at
the time when the new community-based waiver
makes it possible to serve individuals with similar
support needs under more flexible, less restrictive
options; the costs of the ICF/MR option are expected
to become increasingly prohibitive as review stan-
dards focus more closely on active treatment.” The
issue of funding being diverted to institutions from
community based programs is discussed below in
relation to quality issues.

Nearly haf the State Planning Council reports noted
barriers to the expansion of community alternatives
to institutions associated with the Medicaid Home
and Community-Based Services (HCB) waiver pro-
gram, in particular its cost-neutrality provisions, i.e.,
the requirement that Medicaid costs for services
provided under the state's HCB waiver cannot ex-
ceed projected Medicaid costs for serving the waiver
clients in an ICF/MR or other Medicaid certified fa-
cility. Other HCB barriers included references to
implementation issues at the state level, such as lack
of start-up funding.

A few states identified the lack of resources for
community living arrangements in general. A point
made in many Council reports, however, was that
public costs for some community options, such as
home-based care for some children with complex
needs, may be less expensive than the institutional
alternatives. As described by West Virginia, for ex-
ample:

Only four children with developmental dis-
abilities are presently living in state institu-
tions. An additional eighteen children re-
sideinan ICF/MR. Theannual cost of these
placements is approximately $1 million.



When out-of-home placements are neces-
sary, the predominant trend is family-based
care. Fifty-six children are served in special-
ized foster homes that have been devel oped
for people with developmental disabilities.
The estimated annual cost of these place-
men)ts is about $600,000. (West Virginiare-
port

Only one state, California, indicated that state insti-
tution utilization is expected to increase over the
next few years.

‘/ . _ . The second major issue raised by the state Planning
Unmet housing needs for people with  Coyncils in relation to community living arrange-
severe disabilities ments was the lack of opportunities for people with
various kinds of disabilities. Approximately half of
the reports identified unmet community housing
needs, particularly for people with severe disabilities
or complex medical needs, people whose behaviors
are considered challenging, and people with cerebral
palsy or other physical disabilities. Other disabilities
noted in relation to the lack of non-institutional al-
ternatives included people with autism; people with
emotional disabilities, including "dual diagnosis’
with another developmental disability; and children
affected by their mother's substance abuse, eg.,
"crack babies." A variety of such needs were illus-
trated in the Oklahoma report, as follows:

Many of the services provided in Oklahoma

®  want to be out of the nursing honme and are only available to persons with mental
int rtment. T have been retardation, and thisis especially true of res-

into my own apariment. [ lave been on a idential programs. For perSons having
waiting list for six years.” physical or emotional disabilities, there are

no public residential options for them nor

—WIscansin consumer services provided under the Title XIX Home

and Community Based waiver, which could
provide residential alternatives to them.

persons with cerebral palsy or autism who
have an 1Q of 70 or higher, or individuals
who have epilepsy, for example, remain un-
served in this state. Although Oklahoma is
moving toward increased community resi-
dential Alternativesfor persons with mental
retardation, at the present timeit has too few
small residential options for people with se-
vere mental handicaps and those with mul-
tiple handicaps. Nearly 80 percent of those
served by the present community programs
are people with mild to moderate mental
handicaps. (Oklahoma report)

In many of the Council reports identifying the bar-
rier to community living for people with disabilities
other than mental retardation, there was recognition
of the relationship between this barrier and the pri-
mary developmental disability service agency's lim-
ited (i.e., narrower than the federal definition of de-



velopmental disability) definition of its service popu-
lation.

Severd reports further noted that there remains an
attitudinal barrier, or apparent lack of commitment,
on the part of policymakers to focus efforts (and
therefore target resources) to community living ar-
rangements. In some states the barrier was focused
more on the nature or severity of the developmental
disability.

State Council Reports: Recommendations

-» Expand community living alternatives.

=P Redirect funding to non-institutional al-
ternatives.

-) Remove the institfutional bias in the
Medicaid program.

The conclusion reached by virtually all the State De-
velopmental Disabilities Planning Councils in their
1990 reports was that more must be done to promote
community integration through expansion of the ar-
ray of community living alternatives. All but six re-
ports included recommendations that addressed the
goa of expanded alternatives to institutionalization
for people with developmental disabilities. The
primary Council recommendation, found in relation
to al levels of government, was that resources be
redirected from institutions to non-institutional
community living arrangements. Typical State
Council recommendations included:

* Funding sources should be realigned to focus on
resources to individuals rather than facilities;
funding for housing should not be based on a
medical care model.

* Funding utilized for institutional care should be
diverted to community-based alternatives.

* Federal and state funds targeted for expansion
of residential services should be utilized to pro-
vide individualized community supports such
as Community Integrated Living Arrangements
for people with developmental disabilities, in-
cluding severe mental illness.

These recommendations were similar to those ad-
dressed more specificaly to the federal government
and to theindividual states.

Federal:

The State Planning Council recommendations tar-
geted to the federal government in this area were
primarily those that addressed the broader area of a
shift in Medicaid resources to home and community
services. Over one-haf of the state Councils indi-
cated support for federal reforms of the Medicaid



e 4 Shift Medicaid resources at the state
level.

program to that end. The recommendation found in
most of these reports was to revise the Medicaid
program to reduce support for institutional services
and to increase federal resources for non-institu-
tional alternatives and supports to community liv-
ing. Assummarized in the Hawaii report, "Congress
should require the Health Care Financing Adminis-
tration to remove the institutional bias within its
programs for persons with disabilities." Related
Council recommendations addressed the reduction
of current limitations in the HCB waiver program,
e.g., "Congress should act to remove restrictive lan-
guage tying eligibility for the Medicaid HCB waiver
to eigibility for institutional services."

A different approach, suggested by both New
Hampshire and Washington State, was the separa-
tion of financing of non-medical services to people
with developmental disabilities from the Medicaid
program altogether. As defined in the Washington
State report:

The ICF/MR program and the HCB waiver
program for community services and long-
term care should be pulled from the Title
XIX program. They should be re-examined
to review service needs which are separate
from, or in addition to, health care needs. A
new entitlement program should be formed
to provide nonhealth-related services. This
would operate in conjunction with the Title
XIX program. Individual states would pro-
vide community services in lieu of institu-
tional and nursing home care without cur-
rent medical restraints. (Washington report)

Federal/State;

The Planning Council recommendations regarding
state use of federal programs paralleled those tar-
geted to the federal government, i.e., to shift the
state's use of Medicaid funding from institutions to
community based services. Typical Council recom-
mendations included the following:

* Funding for basic services should be in-
creased—and funding for services should shift
from [the state institution] to the community.

* Policies governing financial reimbursement
must focus on the resident, not the facility or
provider.

* Federal and state funds targeted for expansion
of residential services should be utilized to pro-
vide for small community-based housing for
people with developmental disabilities.



-> Expand community housing capacity.

-> Expand comn'iunity options for people
with severe disabilities.

A small minority of reports included recommenda-
tions to expand use of the ICF/MR program for
community-based residences. Others, however, rec-
ommended that the states pull back from increased
use of the program. For example, the West Virginia
report recommended that "the current moratorium
on the development of new |CF/MR facilities should
be continued and extended to non-ICF/MR group
home development as well."

Other State Council recommendations in relation to
state use of federal programs included various
strategies to increase housing resources. For exam-
ple, the Pennsylvania Council recommended that "a
concerted effort be made by state planners” to ex-
pand housing opportunities for citizens with disabil-
ities by using Department of Housing and Urban
Development Section 202 funds, Section 8 Existing
Housing Certificates and Voucher Programs, Low
Income Tax Credits, Farmer's Home Administration
Home Ownership Loan Program, Low Income
Housing Demonstration Program, and provisions of
the Community Reinvestment Act.

State:

The major focus of Council recommendations tar-
geted to state government was the expansion of
community based services capacity in general.
These recommendations were frequently accompa-
nied by recommendations to decrease the use of
large state institutions; no report recommended that
placements in large public institutions be increased.
Specific strategies included increased state resources
allocated to community based housing, including
reallocation of institutional funding and changes in
state tax policy to promote non-institutional housing
options; and a wide range of state-specific ap-
proaches to reduce the use of institutions and other
non-integrating living arrangements. Two Councils
recommended consideration of small state-operated
community facilities to meet the needs of special
populations. Only one indicated plans to develop
large congregate units.

Many State Planning Councils defined specific target
populations in their recommendations for expanded
community living arrangements. Reflecting the
needs identified above, these included people with
severe disabilities, people with physical disabilities
and, in particular, people with developmental dis-
abilities other than mental retardation. Additional
recommendations to promote integration of people



=P Involve the private sector.

2. Childreninfamilies

with developmental disabilities into their communi-
ties were focused on a wide range of planning and
coordination initiatives. For example, the New Jer-
sey report included the following recommendation:

A task force on housing should be convened
composed of representatives of apqu riate
state agencies, private providers, builders,
realtors, and consumers to construct a state
policy on housing for people with disabili-
ties, develop a comprehensive housing plan,
and recommend appropriate actions, includ-
ing legislation and funding. The task force
should be consumer driven and ongoing,
examining all of thecritical issues identified
in this report....It is recommended that the
Developmental Disabilities Council be the
agency that convenes this body. (New Jer-

sey report)

Several State Councils also recommended increased
information and technical assistance to builders, ar-
chitects, building inspectors, and realtors, as well as
consumers and family members, regarding strategies
to increase the availability of community living alter-
natives.

State Council Reports: Accomplishments and Opportunities

* Family supports help keep children out
of institutions.

Strategies to help families in raising a child with de-
velopmental disabilities were highlighted in many of
the reports, as noted in the chapter on individual
and family supports. An example of supports to
adoptive families is found in the New Hampshire
report:

The New Hampshire Division for Children
and Youth Services inaugurated a new pro-
ram in July 1989 to reimburse adoptive
amilies for specia” or "non-recurring” ex-
penses of welcoming into the famna/_ a child
who is hard to place because of a disability
or other reason. Examples of costs covered
by the subsidy are medical costs;
wheelchairs, braces or other prostheses; and
home adaptations or modifications, such as
a wheelchair ramp. The new non-recurring
subsidy is in addition to existing time-lim-
ited and long-term subsidies. (New Hamp-
shire report)

The Ohio report noted that its Family Resource Pro-
gram funded by the Ohio Department of Mental
Retardation/Developmental Disabilities has assisted
some families in keeping their sons and daughters at
home. The Alabama report highlighted "A Baby's



State Council Reports:

¢/ There is a lack of supporis to families in
many states.

V Home-based services are especially
needed for children with intense medical
care needs.

V' Lack of family supports leads to unnec-
essary out-of-home placements.

Place," a home for up to six children with AIDS/HIV
infection.

As noted in the Overview section, many states are
moving toward the goal of having no childrenin in-
stitutions. For example, Utah reported that they in-
stituted a foster care family model to put "children
firs" in their deinstitutionalization initiative. The
model emphasizes support and training to the foster
family. At the time of the report. Ill children had
been brought out of the state facility and only 12
children under the age of 14 remain. The Alaska re-
port noted that of the 57 people residing in the state
facility, none are children.

Critical Issues and Barriers

Approximately one-haf of the State Council reports
specifically highlighted children's needs for a home.
As with the need for community alternativesin gen-
eral, the primary barrier identified was the current
lack of supports to families and, where necessary,
substitute families to preclude the need for institu-
tionalization.

Over one-third of the State Councilsraising these is-
sues noted particular needs of children who are con-
sidered "medically fragile' or who are dependent on
medical technology (“technology dependent"). As
described in the Colorado report, "Many of these
children who have especially challenging health care
needs are cared for in foster care and institutional
settings such as [state facilities] and hospitals.
Although some group homes and other programs
provide residential services for these children, there
remains a great need for more normalizing envi-
ronments such as individual family homes." The
Utah report noted that "Until five years ago, most of
these children would not have survived or would
have been sent to the [state facility] to wait out their
life span because of their severely disabling condi-
tions. Now, a recent tally from the University Medi-
ca Center estimates that there are currently 1,200 of
these children living at home across Utah."

The barrier identified most frequently by Councils
was the overall lack of supports to families, which in
turn led to unnecessary out-of-home placements for
the children. As reported by Missouri, "Many fami-
lies continue to have to make the difficult decision to
place their child with a severe disability in segre-
gated, restricted environments because they are un-



v/ More effective permanency planning is
needed for children with developmental
disabilities in foster care.

able to receive the level of support needed to main-
tain the person at home or are unable to find viable
community-based alternatives."

The second major barrier found in the reports was
the lack of access to health care and health insurance
coverage for care provided in family homes rather
than ininstitutions. Asdiscussed in the chapters on
health and supports, many states noted that services
that are available and reimbursable in institutions
are not reimbursed when provided outside the hos-
pital or institution. Other barriers associated with
funding constraints included the limitations of
Medicaid funding discussed in the previous section
and the overall lack of resources for home-based
care.

A few State Councils noted concerns regarding the
generic foster care system in relation to children with
developmental disabilities, in particular the need for
more effective permanency planning. As described
in the Ohio report, many children with devel opmen-
tal disabilities do not have their "own home" and
remain in foster care for long periods, and are often
"shuffled between many different residential facili-
ties and foster families."

State Council Reports: Recommendations

=9 Ensure that children live in families.

- Expand the use of Medicaid for help to
children in famdilies.

The primary State Council recommendation in this
area was a general oneto ensure that children livein
families. This recommendation is complementary to
those summarized in the chapter on supports.

Federal:

The only Planning Council recommendation tar-
geted to the federal government was that children
should qualify for Medicaid if at risk of institutional-
ization, regardless of family income.

Federal/State:

A few State Councils included recommendations in
relation to the state's use of the Medicaid program,
including enhanced use of the Tax Equity and Fisca
Responsibility Act of 1982 (TEFRA) eligibility option
for children with disabilities, expansion of the state's
Model Waiver, expansion of the state Medicaid pro-
gram to include therapeutic foster care and a resi-
dential treatment option for children, and expansion
of the state's small ICF/MR facility program for
children who are "medically fragile.



State:

- . The major State Council recommendation targeted to
Increase supports to families in general. state governments was that supports to families be
increased, including adoptive and foster families as
well as natural families. Related recommendations
are found in the chapter on supports. Other recom-
mendations in this area include increased commu-
nity options for children considered medically frag-
ile or who are dependent on medical technology and
reduced funding incentives for out-of-home place-
ments.

3. Adultsin homes of their choice

State Council Reports: Accomplishments and Opportunities

The State Council reports which included examples
of accomplishments frequently included descriptions
of living arrangements for adults which promoted
their independence and community participation.
Many of the most poignant comments from individ-
ua consumers found in the reports provide their de-
scriptions of how much their quality of life has im-
proved since they have moved into their own home,
as illustrated throughout this chapter and in the fol-
lowing vignettes:

Teresa shares her home with two friends

] My [newl home is one of the best places and receives training, case management and
I lived.” other support services from staff of the re-

€ ever hived, giona [state facility]. Shereported that her

. present home is one of the best places she's

—Woest Virginia consumer ever lived. "It'sbig, for one thing. We've got

our own washer and dryer. We don't have
to go out to the laundromat. HUD pays for
Fart of the rent and we pay for the rest of it.
fit weren't for HUD, we wouldn't be able to
live here." (West Virginiareport)

Linda had lived in a nursing home for most
of her life. She did not participate in any
training programs and thus was not allowed
to develop to her full potential. Through a
program called Community Support Sys-
tems, Inc., Linda moved into a community
residential alternative where she began to
learn how to live independently. She has a
full timejob in alocal department store, goes
to church in her new neighborhood, and nas
many new friends. Lindais well on her way
to reaching her potential. (lllinois report)

Additional examples are found in the section of this
chapter on supported living opportunities.



State Council Reports:

‘/ Lack of consumer conirel and choices

V The "continuum” model limits choices
and full opportunities for community
integration.

Somehow there seems to be a silent debate
about whether I should really be assisted
in living independently or whether I
should live in a group home, And that
should be my decision.”

—Maine consumer

4 Housing discrimination is a major bar-
rier,

Critical I ssues and Barriers

The issue raised most frequently by State Councilsin
relation to adults (in addition to the overall lack of
availability of community housing alternatives) was
the lack of consumer control over his or her living
arrangements, including choice of where to live,
with whom to live, and the personalization of the
residence that makes it areal "home." Many reports
included consumer survey data to support this find-
ing. As found in the summary of state consumer
surveys, only 6% of adults with mental retardation,
and 30% of adults with other disabilities, chose the
place where they were living without assistance.

Some of the Council discussions of the lack of hous-
ing tailored to meet individual needs were focused
on the questions of eligibility or availability in rela
tion to type of disability, as discussed above. An-
other aspect, identified in four of the reports, was the
inherent barrier of the traditional "continuum" ap-
proach, i.e., the assumption that people with devel-
opmental disabilities must demonstrate their ability
to progress through a continuum of decrcasingly re-
strictive living arrangements. As described in the
Ohio report:

Ohio's current residential system isbased on
the notion that a continuum of residential
settings, ranging from large to small, segre-
gated to integrated, more restrictive to less
restrictive, efc., is necessary to meet the
needs of all the people with developmental
disabilities. The presumption is that as
people's skills improve they can move up
the continuum toward independence. The
primary role of the large segregated pro-
grams is to get the people "reader to move,
and to prepare them for the next step in the
continuum. The fact is that not very many
people actually move up the continuum.
(Ohio report)

Other concerns about the continuum model were
identified by Arkansas, which noted that the contin-
uum requires individuals with developmental dis-
abilities to move when they develop new skills and
that it "places an emphasis on facilities (buildings)
rather than on services to people. Under this model
people are placed in the type of facility that meets
their needs rather than having supports provided to
them where they need them."

Barriers to greater independence for adults in meet-
ing their housing needs were found across many ar-
eas. The barrier noted most frequently by State



Councils was discrimination and a lack of informa-
tion on the Fair Housing Act Amendment of 1988.
Asdiscussed in previous sections, other barriers in-
cluded the overall lack of housing options in the
community and the lack of independence and inte-
gration in the ICF/MR and other medically oriented
facilities. Several reports also raised the issue of in-
dependencein relation to home ownership opportu-
nities.

Stale Council Reports: Recommendations

“® Increase opportunities for people to own
or lease their own homes.

Federal:

The Missouri Council report included a recommen-
dation that the Supplemental Security Income (SS)
eligibility program rules which affect property own-
ership of low-income people with disabilities be
made more |enient.

Federal/State:

Delaware recommended that a Medicaid certified in-
termediate care facility on its state institution
grounds be converted to apartments.

State:

The overwhelming majority of State Planning Coun-
cil recommendations in support of adult housing op-
tions were targeted to state governments. The pri-
mary recommendation was to provide more oppor-
tunities for adults with developmental disabilitiesto
own or lease their own homes. A few strategies
were recommended, such as guides for consumers
on home ownership and state supported loan funds.
Another mgjor area of recommendation was the in-
creased availability of choices to adults in selecting
their living arrangements. Recommended strategies
included better ways to provide consumers with in-
formation on opportunities, and supports to adults
in exercising their right to choose their living ar-
rangements.

A few additional Council recommendations were
found in individual reports, including isolated rec-
ommendations for congregate and inpatient living
arrangements for young adults in one state and, at
the other end of the age continuum, arecommenda-
tion for flexible programs for older adults with de-
velopmental disabilities that allow them to be
"retired.”



4. Decent, affordablehousing

State Council Reports: Accomplishments and Opportunities

* Expanded resources for low income
housing

The theme of decent and affordable housing was
presented by Councils in relation to the housing
needs of low income peoplein general and of people
with disabilities in particular. Recent accomplish-
ments in this area emphasized the expansion of re-
sources for low income housing. For example, the
Rhode Island report noted that the state spends
more per capita on low-income housing than any
other New England state. The Washington State re-
port highlighted its initiative in financing low-in-
come housing, including tax exempt bonds and low-
income housing tax credits. These activities have fi-
nanced 10,675 units since 1983, with a market value
of $337 million. The state added the Washington
State Housing Trust Fund in 1986 to fill in gaps in
federal funding. The Trust Fund uses a variety of
sources to help low-income and special needs popu-
lations, including people with disabilities, to meet
their basic housing needs. Trust fund awards can be
used for such purposes as buying new homes, reha-
bilitating existing structures, rent subsidies, mort-
gage subsidies, and matching funds for socia ser-
vices directly related to special needs housing.
Technical assistance for design as well as finance,
administrative costs, and security deposits is cov-
ered through the program.

A planning initiative was featured in the Vermont
report, including provisions in state law that "call for
communities to develop a housing element in their
town plan which includes a recommended program
for addressing low and moderate income persons'
housing needs.” As noted in the chapter on health,
the Tennessee report highlighted a $1.7 million
grant-funded initiative to provide housing rehabili-
tation and assistance to people who are homeless
and have mental illness.

State Council Reports: Critical I ssues and Barriers

¢/ Peaple with developmental disabilities
are particularly affected by the lack of af-
fordable housing.

Over one-third of the State Planning Council reports
dealt with the broader issues of affordable housing.
Virtually al of these noted that people with devel-
opmental disabilities are particularly affected by lack
of availability of low income/affordable housing,
because most people with developmental disabilities
are themselves low income by virtue of their under-
or unemployment or their dependence on income
support programs with benefit levels below the



~ In order to gualify for low income hous-
ing, people have to live in places...where
the public transportation is poor and there
are no jobs."

—Utah consumer

poverty level. These issues were reflected in the
Delaware report as follows:

Low income housing has been voiced as a
major need in the state. Due primarily to the
rising cost of housing, the large percent of
substandard housi n% and the increasin

demand for low cost housing, the supply o
affordable housing is diminishing rapidly.
The need for deinstitutionalization has fur-
ther increased the problem for special
groups. Many, specifically people with dis-
abilities, have found themselves without ad-
equate community-based housing options.
The waiting lists of persons with disabili-
ties/elderly cumulatively show a possible
need for 2,333 new "handicapped housing”
units. Additional "barriers’ to persons with
disabilities seeking shelter are elderly per-
sons who currently occupy "handicapped
units." (Delaware report)

The mgor issue identified in the State Council re-
ports was the overall lack of affordable and low in-
come housing. Several states noted the increase in
homelessness over the past decade; a few noted that
the homeless population includes many people with
serious mental illness and others who may meet the
definition of developmental disability.

Some State Councils included a discussion of hous-
ing support programs administered by the Depart-
ment of Housing and Urban Development (HUD),
including in particular the various Section 8 low in-
come rental assistance programs. The primary issue
noted was the lack of available rental units that can
meet Section 8 guidelines, and the long waiting lists
in some areas in order to obtain or use the Section 8
voucher or certificate obtained. As described in the
Utah report, "Consumers complain that Section 8
housing is taking as long as eight years to procure.
Their locations are often out of the mainstream and
inaccessible by public transportation. They also re-
port that often the homes they can access [through
the program] are located in undesirable neighbor-
hoods." More broadly, severa reports also noted
the overall decline in HUD funding for affordable
low income housing units during the 1980s as a fac-
tor in the shortage of such housing in various parts
of the state.

State Council Reports. Recommendations

A few State Planning Councils recommended gen-
eral increases in accessible low-income housing, in-
cluding one state that recommended more funding
for affordable housing in general.



- Expand access to low income rental assis-

2]

tance.

Federal:

The primary State Council recommendations were
addressed to programs administered by the De-
partment of Housing and Urban Development
(HUD), in particular the Section 8/low income rental
assistance programs and Section 202 |oan programs
to support the development of low-income housing.
The overall thrust of these recommendations was to
increase access of people with developmental dis-
abilities to these programs,, as well as for low-income
people in general. For example, Michigan recom-
mended the expansion of Section 8 housing subsi-
dies or other means of flexible financial support for
low income housing, including a set-aside for people
with disabilities. The single recommendation found
most frequently in this area was advocacy for pro-
posed legislation to increase federal support to ex-
pand the supply of low income housing, in particu-
lar the proposed National Affordable Housing Act.

Federal/State:

A few Council reports recommended improved co-
ordination and utilization of HUD funding within
the state to increase access to affordable housing.

State:

The focus of most of the Council recommendations
targeted to the state level was on the expansion of

affordable housing that was aso accessible to people
with disabilities. A mix of strategies was suggested,
such as the Virginia recommendation that the state
establish and fund a rental assistance program for
low income people with disabilities.

5. Hous ng quality standards maintained

State Council Reports: Accomplishments and Opportunities

No Ohioan should be forced to accept
nursing home placement because of the
lack of available lower cost home care."

—Governor Celeste, Ohio

There were no examples provided in the Planning
Council reports of accomplishments in state quality
assurance programs. A few reports noted their
state's progress in implementation of the nursing
home provisions of the Omnibus Budget and Recon-
ciliation Act of 1987 (OBRA 1987), asillustrated in
the following excerpt from the Pennsylvania report:

The Office of Social Programs estimates that
there are 203 persons in nursing facilities
who would require relocation. In response
to the OBRA initiative, Pennsylvania elected
to serve persons with "other related condi-



State Council Reports:

% Thereis anced for more effective monitor-
ing of programs. Site audits should in-
clude parents, relatives, and correspon-
dents.”

—New York parent

V’ Weaknesses in quality assurance pro-
grams

tions' [i.e, other than mental retardation] as
a distinct target group, in a separate pro-
am office from the Office of Mental Retar-
ion. The newl¥ designated Community
Services Program for Persons with Physical
Disabilities in the Office of Socia Programs
is charged with relocating the identified per-
sons. To that end, state funding has been
approved to assist 20 of these individuals to
access alternative living arrangements. Un-
like any other state, the services for persons
with "other conditions" have been delegated
to an agency that is separate from the state
mental retardation agency. The move rec-
ognizes that this group of people has unique
needs. In addition, the funding stream and
service mandate should result in strength-
ened administrative experience with and
understanding of the service needs of people
wnB physical disabilities. (Pennsylvania re-
por

Critical Issues and Barriers

Issues of quality in relation to living arrangements
for people with developmental disabilities were
raised by many State Developmental Disabilities
Councils. One concept of quality, identified either
directly or indirectly, related to the concept of hous-
ing that is designed to meet the needs of theindivid-
ual. The more specific quality issues, raised in 22 re-
ports, were focused on concerns in relation to the
state's current system of monitoring and quality as-
surance, personnel and staffing issues affecting resi-
dential services, and quality-related questions on re-
source levels.

Seventeen State Council reports identified issues in
relation to monitoring and quality assurance, includ-
ing the need for more effective residential quality as-
surance systems and concerns regarding quality
levels in both institutions and community settings,
as illustrated by the following issues from the re-
ports:

* The [state agency] monitoring and licensing unit
needs to tighten up licensing regulations, thus
eliminating borderline homes that do not meet
full standards. A policy to establish conformity
and consistency with rules and regulations is
needed.

» Laws governing licensure and programs for
monitoring are areas requiring renewed focus, if
improvement in the residential care facilities
system is to be realized.



I just sit in my room, listen to the radio,

have a cigarette, go out to church once a
. week—that doesn't cost anything. It's
like a prison.”

—New Hampshire consumer

v Questions about current quality assur-
ance approaches

vV st qualifications and turnover con-
cerns in community residences

e There are no developmental disability program
standards or monitoring systems in place to as-
sure the quality of community residential pro-
grams funded by the [state agency].

e The [licensure agency] <aff license approxi-
mately 90 group homes throughout the state as a
small part of their overall licensing responsibili-
ties. Thelimitations on gaff allow them to make
only one announced visit per year to each home.
Current resources for this function are inade-
quate, thus providing insufficient time for visits
to homes and the lack of possibilities for unan-
nounced visits to assure continued compliance.

Several State Councils aso noted concerns regarding
reports of abuse and neglect in board and care
homes.

Ten reports raised questions about current ap-
proaches to monitoring living arrangements. As
noted by eight of the Councils, "There are mgjor un-
resolved questions about the principles that should
be observed in monitoring places where people with
developmental disabilities live and the services re-
ceived there, including federal vs. state and local
standards; separation of responsibility between
monitoring and provider status; and the difficulties
of using nursing home oriented monitoring proce-
dures, as with the ICF/MR program." Other states
questioned the use of ICF/MR regulations in relation
to quality of life and independence, productivity and
community integration. As described in the Con-
necticut report, "693 deficiency criteria, plus rules,
regulations and procedures, govern ICF/MRs but
they do not necessarily overcome deficiencies related
to care and caregivers and they do not contribute to
community participation." The Connecticut report
also noted that people who livein ICF/MR facilities
have no incentive to work "since regulations require
most earned income to be turned over to the facility."

Several Council reports referred to personnel con-
cerns, especialy in relation to community living ar-
rangements. The most commonly noted issues were
lack of training and gaff turnover. For example, the
Arizona report noted that agencies report turnover
rates of from 50 to 130 percent in community resi-
dentia facilities.

All but two of the seventeen State Councils focused
these concerns on residential programs in the com-
munity. The barrier identified most frequently—in
more than half of the reports which cited staffing



concerns—was funding constraints, as illustrated by
the following excerpts from the California report:

Residential provider gaff in the communit
are generally underpaid and undertrain
which creatées high turnover. Staff salaries
are inequitable between public facilities
large state institutions] ana private facilities
community facilities). There is no career
ladder in the community to encourage peo-
ple to remain in theresidential field.

Some residential living arrangements in the
community are not stable. A number of
community residential programs across the
state have closed or are facing closure,
funding problems, and management and
staffing fluctuations. A number of very se-
rious problems have arisen as a direct result
of the community residential facility short-
age. Most alarming is the increasein (state
institution] admissions. When a community
facility closes, for one reason or another,
what options exist for relocating resi-
dents?...[During a 28 month period] 188
people were admitted to [state institutions]
dueto the closure of 11 community facilities.
(Cdifornia report)

A different issue regarding funding levelsin relation
to quality was raised in ten reports regarding com-
pliance with federal standards for Medicaid sup-
ported institutions. Several reports raised concerns
in relation to cost increases in their public institu-
tions in meeting ICF/MR certification reguirements;
two-thirds of these noted that these expenditures re-
sulted in fewer resources for community based ser-
vices. As described in the New Jersey report, "The
emphasis continues to be on 'plans of correction’
rather than on plans of depopulation with dollars be-
ing expanded in crisis situations to bail a facility out
of impending decertification. If resources are in-
creased to expand/improve institutions rather than
to use the HCB waiver and other supported housing
alternatives, it will significantly erode the availabil-
ity of resources for community services develop-
ment." Similar concerns were raised by several
states in relation to implementation of OBRA 1987.

State Council Reports: Recommendations

A few State Planning Councils made general rec-
ommendations regarding the need for enhanced
quality through the provision of more individual-
ized housing services and supports.



=) Establish federal board and care stan-
dards.

P Meet federal quality standards without
taking resources away from community
programs,

4 Improve quality in community resi-
dences and methods to oversee their

quality.

Federal:

The primary Council recommendation in this area
was the establishment of federal standards for board
and care facilities.

Federal/State:

The primary recommendation by State Councils was
for compliance with ICF/MR and OBRA 1987 regu-
lations in ways that promote community alternatives
and/or that do not increase funding for institutions
at the expense of community-based housing devel-
opment. Arizona recommended specifically that
funding not be diverted from community programs
to meet ICF/MR certification requirements in state
institutions. Related recommendations found in a
few reports emphasized the potential of the HCB
waiver program in response to ICF/MR and OBRA
1987 quality concerns. Other recommendations in-
cluded the maintenance of ICF/MR accreditation
standards, increased per diem rates in HCB pro-
grams, and enhanced training in community based
ICF/MR facilities. A recommendation regarding a
federal program other than Medicaid was found in
the Hawaii report, which advocated use of the Uni-
form Federal Accessibility Standards in the approval
of building permits.

State:

The State Planning Council recommendations fo-
cused on state government actions were addressed
primarily to improvements in the quality assurance
process and the promotion of better quality in com-
munity living arrangements. Recommendations on
process included strategies such as the assignment of
an advocate to all individuals in out-of-home place-
ments and the licensure of board and care homes.
Two strategies recommended in particular, regard-
ing the improvement of quality in community resi-
dences, were to increase daff pay scale and to pro-
vide training and technical assistance to the daff.
For example, California recommended a rate in-
crease that guarantees a pass-through to community
care g&f and training modules and incentives for
completion of training built into the system. The
Council recommended that "In order to build a
stronger, more stable community-care workforce, the
salary benefits structure must be comparable to that
received by care providersin institutional settings.”

Other Council recommendations included increased
focus on individual needs, and one recommendation



0. Supported

that the state "should ensure that state law sets forth
basic fundamental guarantees that all citizens of

Wisconsin share the right to live in a home that pro-

vides security, comfort, personal space, and a sense
of ownership."

living

State Council Reports: Accomplishments and Opportunities

X People with severe disabilities who re-
ceive supports are living in their own
homes.

Council reports which included examples of accom-
plishments in relation to housing were particularly
apt to feature illustrations of the shift to homes and
supports tailored to the needs of individuals. Ex-
amples include the following:

Community Integrated Living Arrangements
(CILA) isamaor initiative recently launched by
the Illinois Department of Mental Health and
Developmental Disabilities (DMH/DD) to make
significant improvements in the way community
services operate for people with developmental
disahilities. Under CILA local provider agencies
will be funded and licensed by DMH/DD to de-
velop individualized packages of services for
consumers who will live and work in the com-
munity. A CILA isnot aresidence or abuilding,
but rather a program which allows consumers to
choose a lifestyle, as do people who are without
a disability. Consumers may choose to livein
their own home or apartment, with roommates,
with a foster family, or in any other living ar-
rangements which communities allow. Con-
sumers with severe disabilities are currently be-
ing targeted for the CILA program. (lllinois re-

port)

In 1987 the Council funded a demonstration
supported living project through the United
Cerebral Palsy Association. This project has
been extremely successful and now has six peo-
ple who are physicaly involved but not intellec-
tually impaired, living in their own apartments
with the appropriate support services provided.
The cost per client is $1,374, which includes case
management, habilitation and independent liv-
ing skills. The individuals' rent, food and per-
sonal care service are financed through other
sources (SS9, Medicaid, etc.). (Hawaii report)



* Supports are designed to meet individual
needs.

e James and Susan are romantically involved.
James uses awheelchair, has very limited use of
his hands, and cannot communicate verbally.
Susan is legally blind, has moderate physical
disabilities due to cerebral palsy, and is consid-
ered to have mild mental retardation. Before
[entry into their supported living program] they
had to live apart in two separate nursing homes,
though they attended the same day pro-
gram...Susan and James now live successfully in
their own home in the community. To assist
them, alive-in roommate stays with them in the
evenings and on alternate weekends. A personal
care attendant comes from 7:00 - 9:00 am. to
help them dress, get clean, and eat breakfast. A
home support worker comes from 1:00 - 9:00
p.m. to work with them on learning daily living
skills. A community support specialist spends
three hours each weekday and 8 hours on Satur-
days to help them with activities in the commu-
nity and at home and with transportation.
(Ilinois report)

* TheDepartment of Mental Retardation (DMR) is
initiating a new program to provide residential
supports to users of DMR services who live or
desire to live in independent living arrange-
ments with staff supports tailored to meet their
individual needs. This new supported living
program is being launched with the Connecticut
University Affiliated Program...the project pro-
vides initiative to DMR gaff to design supports
to suit the individual desires, preferences and
needs of each user of service. St hired by this
program are expected to provide not only typi-
ca daily homemaking activities, but more im-
portantly, they are able to help users become
truly part of loca community life by serving as
guides, interpreters and escorts to community
associations. (Connecticut report)

State Council Reports: Critical Issues and Barriers

v/ Dollars don't follow the individual.

The primary issue raised in looking at ways to sup-
port people with developmental disabilities in hav-
ing their own home rather than "placing" themin a
"residential care facility" was the failure to shift re-
sources from buildings to individuals. As described
in the Hawaii report, "New findings on cost effec-
tiveness, in particular the individual housing sup-
port model, have not been translated into fiscal
policies. Alternative approaches to residential living
must be pursued that promote independence and in-
tegration into the community and consumer choice.



“ One wish: to move out of the Center and
be in an apartment so I can be closer to
my family and friends and be involved in
my community.”

—Wisconsin consumer

The lack of available supports and residential alter-
natives as a result of lack of resources continues to
force people with developmental disabilities into
inappropriate residential placements.”

The primary barriers identified by State Councils
were the overall lack of resources for supports and
the lack of financing mechanisms that permit dollars
to follow the individual rather than being tied to a
facility. As noted in the North Carolina report,
"Changing the focus of public funds (primarily Title
XIX Medicaid 1CF/MR funds) from facilities to indi-
viduals is a necessary step to enable individuals to
live in places of their own choosing, rather than
those dictated by 'where the money is."

State Council Reports: Recommendations

=} Focus policj on supports.

~® Focus funding on resources fo individu-
als.

Reflecting the concerns about resources for sup-
ported living, nearly one-third of the Planning
Council reports included recommendations that pol-
icy goals should focus on supports and, in five of
these reports, that funding mechanisms be re-
designed so that dollars can follow the individual.
Examples of these recommendations include:

» Exercise fully options by which state and federal
housing dollars may follow people with disabili-
ties, rather than being assigned to specific hous-
ing sites as are Section 8 M oderate Rehabilitation
funds.

* Individualized funding for residential services
should be created based on increasing and de-
creasing needs of the person with a disability
whereby the entitlement the person receives
goes with the individual wherever he or she
chooses to live. Long range plans should be de-
veloped to move toward a residential support
system based on individualized funding.

* Funding sources must be realigned to focus on
resources to individuals rather than facilities, for
example, the Section 8 housing vouchers.

* Housing policy goals for people with develop-
mental disabilities should be focused on sup-
ports, environmental adaptations, and housing
characteristics selected by the individual and
tailored to individual needs.



@) Revise Medicaid to include supported
living as an entitlement.

=) Redirect state resources to supported
living.

Federal:

In addition to recommendations addressed to both
the federal and state levels, the West Virginia report
noted that "the most critical reforms needed at the
federal level are revisions in Medicaid that include
individualized supportive living arrangements and
related services as entitlements for people with dis-
abilities. Also needed is expansion in funding to
support people in affordable and accessible homes."

Federal/State:

A few reports addressed use of federal programs, in-
cluding restructuring of the state HCB waiver pro-
gram, expansion of supported housing programs,
and the use of increased federal funding for residen-
tial supports.

State:

Paralleling the general recommendations, the Coun-
cil recommendations addressed to the state level fo-
cused on policy changes to redirect resources from
facilities to supported living models. Typical rec-
ommendations included policy to make a conscious
shift of funding from facilities to individuals, the ex-
pansion of supported living programs, targeting any
new/additional resources to supported living mod-
els, and to break the funding and program link be-
tween housing and services. Other recommended
strategies included the development of incentives for
current residential service providers to convert to a
supported housing approach, discontinuation of the
continuum approach, and training/technical assis-
tance on individual supports. Related recommenda-
tions are discussed in the chapter on supports, in-
cluding those targeted to communities as well as
those focused on individuals.



VII. Health



VIl. Health

Sate Council Reports: Overview

Nearly al of the Stale Planning Council reports in-
cluded a separate discussion of health care as it re-
lates to people with developmental disabilities;
many also noted broader health system issues, such
as significant numbers of people without health in-
surance, limited access to health care for people with
low incomes, and low availability of health services
inrural areas.

Percent of Survey Population Needing Selected Health Care Services
(Summary of State Consumer Surveys)

D

General Medical Dental Services
Services

v Nearly one in five consumers needed
_health insurance but did not have it.

B Met Need

Private Health Insurance

Many Councils included consumer survey findings
in relation to health care needs. Health services were
identified in the state consumer surveys as those
needed by the highest proportion of people sur-
veyed (approximately 60 percent). Data from the
summary of state consumer surveys indicated that
although many people reported that they were re-
ceiving health care, there were unmet needs in the
areas of dental services and health insurance. In
both cases, 18 percent of the consumers surveyed re-
ported an unmet need.

Health topics covered by the State Planning Councils
in their reports generally included early intervention
and preventive health programs, benefits available
through public and private insurance programs, and
eigibility for health benefits, as well as basic health
services. A few Council reports covered special is-
sues such as drug abuse and AIDS/ HIV infection.
Mental health also was addressed in some of the re-



ports, in relation to people's needs for short-term
services and the needs of people with long-term se-
rious mental illness.

Health care services also were noted by the Councils
in relation to other areas of life discussed in the
summary report, including:

* The use of nursing homes (housing)

e Supports to families caring for children with
significant health care needs (housing, supports)

» Access to various therapies needed to support
participation in activities (supports, education)

e Availability of job-related insurance
(employment)

» Retention of government-funded health in-
surance (income, employment)

Various federal programs were referenced in the
State Councils' discussions of ways to meet people's
health needs. The programs most commonly noted
were Medicaid, with frequent emphasis on state op-
tionsin eligibility, service coverage, and reimburse-
ment rates; Medicare; and the Maternal and Child
Health Block Grant/Services to Children with Spe-
cial Health Care Needs. Other federal programs
cited included mental health system capability de-
velopment funded by the Community Support Pro-
gram (adults) and the Children's and Adolescents
Service Support Program, and requirements of the
State Comprehensive Mental Health Services Plan
Act of 1986.

State-focused programs were noted in severa State
Council reports, such as initiatives to provide health
services in medically underserved areas; mental
health system issues; and state regulation of health
insurance. Five reports also noted the exemption
from state regulation of self-insured benefit pro-
grams under the federal Employee Retirement and
Income Security Act (ERISA).
Most of the State Council reports identified goals for
health care for people with developmental disabili-
ties. These goals may be summarized in the follow-
ing Sx areas:



% Vision: everybody has access to a full
range of health care services, equipment,
and supplies, when needed, regardless of
income.

—Michigan report

% Vision: policy makers must create pro-

cesses to access the various technologies
and services that can increase survivabil-
ity and compensate for different disabili-
ties through private health insurance that
can spread costs in an affordable way.

~—Idaho report

% An adequate health care system must
provide comprehensive services that can
respond to the range of health related
needs of all people,

—Georgia report

@ Visiorn: all persons (with and without
' disabilities) have access to quality health
care..the quality of patient care is not
dependent upon the insurer,

—South Carolina report

1. Accessto health care as needed

The primary goal identified by the Councils in their
reports was that people have access to health care as
needed, including people with developmental dis-
abilities who may have more intensive and long-last-
ing needs than people without disabilities. A related
goa found in the reports was that health care be a-
fordable, and that cost not be abarrier to health care,
even for people with developmental disabilities who
may have costly health service needs.

2. Access to private health insurance

A second goal found in many of the reports was that
people with developmental disabilities have access
to private health insurance that is affordable and that
includes coverage of the kinds of services that often
are needed by peoplewith disabilities.

3. Comprehensive health care

Another goal identified by many State Councils in
their reports was that available, comprehensive
health care, include: preventive care, rehabilitation
and developmental services, durable medical
equipment, and primary care. Some Councils de-
fined these goals further, such as criteria that ser-
vices be provided as much as possible in typica
health care settings to facilitate independence, pro-
ductivity, and integration. A related principle noted
in some reports was that it should be unacceptable
for people with developmental disabilities to be sub-
jected to institutionalization simply to have their
health care needs met.

4. High quality health care

Most Councils addressed goals of quality health care
in their reports, including health care providers who
have been educated about exemplary care practices
to meet the medical needs of people with develop-
mental disabilities. A related goal defined by a few
Councils in relation to quality was that health care
be responsive to the needs of the individual with de-
velopmental disabilities.



% Vision: the generic health care system
should provide appropriate acute care
services as well as preventive care, diag-
nostic services, and early intervention to
prevent health problems before they be-
come mote difficult to treat.

—Louisiana report

% In a future world where people with dis-
abilities of any kind are no longer dis-
caiminated against, providers of mental
health services will be willing and able
to treat people with various, long-term
disabilities.

—New Jersey report

% Vision: everyone has a right to compre-
hensive, affordable health services pro-
vided in a reasonable proximity to one's
home...persons with disabilities will
have the same range of health care
choices available as other citizens in their
community have.

—Wisconsin report

5. Prevention and early intervention

Several Council reports included health goals in the
areas of prevention and early intervention, identify-
ing them as components that should be part of the
overall health system available to people with devel-
opmental disabilitiesand to all.

6. Mental health services

Another goal in the health area found in some State
Planning Council reports was that mental health
services be available as needed, including access for
people with developmental disabilities and those
considered to have adual diagnosis of mental illness
and another developmental disability. Council goals
in relation to mental health generally gave priority to
community mental health services, including sup-
port to families of children with serious emotional
disturbance and adults with long term serious men-
tal illness.

Many of the health goals in the State Council reports
were linked by a common bdlief in the basic right to
adequate health care, regardless of income or level of
disability.

1. Accessto health care asneeded

State Council Reports: Accomplishments and Opportunities

* Services to Children With Special Health
Care Needs

A few State Councils noted accomplishments in pro-
viding health care to their citizens. The Nebraska
report included the statement that the majority of
state residents "enjoy a healthy lifestyle with rela-
tively high scores on a number of health indicators."

The ldaho report provided a description of the
state's Program for Children with Specia Health
Care Needs (PCSHCN), funded through the Mater-
nal and Child Health (MCH) block grant. The Idaho



* Bringing health care to rural areas

program serves children birth through age 19 with
conditions such as neurological impairment, cardiac
defects, major orthopedic problems, cystic fibrosis,
and other disabilities in collaboration with district
health departments. Case finding, diagnosis, habili-
tative services, and case management services are
administered by the state MCH agency. At acurrent
average patient cost of $367 per child, the program
achieves significant habilitation results at a low cost.
As noted in the report, the program further provides
services to Idaho children with special health care
needs "services which are not readily availablein the
private sector and/or which cost more than many
parents can afford.”

Outreach to rural areas was featured in the Utah re-
port, which described the "travel clinics' of the
state's Handicapped Children's Services and MCH
programs. The MCH outreach includes the expertise
of its high risk pregnancy program. The report
noted that the outreach philosophy reflected in these
activities is found throughout the programs adminis-
tered by the state public health agency.

Only one State Council report identified an area of
accomplishment in relation to health program eligi-
bility. The New Hampshire report noted that cover-
age for home-based services under the state's Medi-
caid program has been extended to "children with
significant medical needs whose level of care is simi-
lar to that provided in a health care facility." The
program was established by the state legislature
during 1988 and became effective on July 1, 1989,
following approval by the Health Care Financing
Administration. Asdescribed in thereport, children
whose parents' income and resources exceeded Med-
icaid eligibility requirements were previously denied
coverage for health services provided outside an
hospital or institution. Under the state's new Model
Waiver, however, only the child's income and re-
sources are counted in determining eligibility. The
report noted that this assistance can help avoid
catastrophic financial burdens or out of home
placement for the children who participate.

Improved access to health care through a state initia-
tive was noted in the New Jersey report, which
highlighted the state's system of funding uncompen-
sated care. The Uncompensated Care Trust Fund
provides a means of equalizing the cost of uncom-
pensated care across the state's eighty-eight acute
care hospitals.



State Council Reports. Critical 1ssuesand Barriers

v People with developmental disabilities
affected by the lack of Medicaid
providers

Twenty-one State Planning Councils reported prob-
lems of health care availability. In relation to the
population in general, this was noted especially in
rural areas. For example, the West Virginia report
noted that: "As many as forty-seven of West Vir-
ginia's fifty-five counties do not have enough medi-
cal care for the population.” The indicator identified
most frequently was the lack of providers in general
or professionals in particular speciaties, such as ob-
stetrics and gynecology. In addition to residents of
rural areas, others affected include people with low
incomes and members of minority groups.

Availability for people with developmental disabili-
ties was primarily associated with access to health
care financing in either the public or private sector.
Health insurance barriers are discussed separately in
the following section of the chapter. People with
developmental disahilities were singled out in about
one-fourth of the reports which addressed health is-
sues as having access problems in relation to factors
such as inadequate transportation and lack of infor-
mation about available care.

Because of its significance to people with develop-
mental disabilities, the lack of Medicaid vendors was
the barrier cited most frequently (13 State Councils).
For example, Ohio reported that "In a 1988 Ohio
survey of physicians, 90% reported that they were
willing to see patients with developmental disabili-
ties. However, only 64% would accept Medicaid
payments for their services." The primary related
factors identified by the states were low reimburse-
ment rates and the complexities and delays of the re-
spective state's Medicaid reimbursement system:

* Many physicians will not accept Medicaid pa-
tients. They complain that the paper work
which is required to be a Medicaid provider is
not worth the reimbursement.

* Many people with developmental disabilities are
Medicaid-eligible, however, physicians are not
adequately reimbursed for their services and
they do not want to take Medicaid patients.

* Under Medicaid law, providers must accept the
set upon reimbursement as "payment in full”.
Medicaid payments as set by Washington State
cover—on the average—only 50% of the rate
normally charged by health care providers. Ac-
cess to services can be greatly reduced if few



% | was born with a deteriorating physical

condition. I have a ‘pre-existing condi-
tion’, so I can never be off public insurance
(Medicaid). I would like to be married.
But we could never afford my care which
can cost as little as $1,000 a year and as
much as $100,000. My husband-to-be
would have to earn less than $8,800."

—Maine consumer

My son needs a $500 hearing aid for each
ear. He only has one hearing aid and it
needs to be repaived, The repair bill is
$250, We do not have enough funds to pay
for the repair or for an additional hearing
aid.”

—Texas parent

People do not qualify for Medicaid but
¢annof obtain private insurance either,

medical professionals choose to participate in
the program either because of low payments
rates or cumbersome reimbursement proce-
dures.

Another significant barrier identified by Councils
was the high cost of health care, especially for people
with developmental disabilities and their families.
One-third of the reports which identified health is-
sues noted this factor. A typical observation is
found in the Washington report:

Sadly, many people with disabilities and
their families have been forced into
bankruptcy in an effort to meet ongoing
health care costs. Even sadder, this often
leads to unnecessary and even more expen-
sive institutionalization...a high cost for both
society and the individual. (Washington re-

port)

Factors associated with the affordability issue in-
cluded costs not covered by third party payors; eli-
gibility problems for people and families with mod-
erate incomes but unable to qualify for publicly sup-
ported programs; lack of health insurance; and iso-
lated references to high charges by providers and the
Medicaid "spend down" provisions for the state's
medically needy program.

Eligibility issues were identified in relation to three
programs. Medicaid, Medicare, and the Program for
Children with Special Health Care Needs
(PCSHCN). Twenty-four Council reports included
statements of barriers to eligibility altogether.

The primary issue raised by State Councils was the
lack of eligibility for individuals and families whose
resources exceeded the limits for Medicaid dligibility
but who were unable to obtain private health insur-
ance (14 states). Some reports noted that their state
does not include "Medically Needy" eigibility in its
Medicaid program, with eligibility restricted to those
who are considered "Categorically Needy," e.g.,
through simultaneous eligibility for the Supplemen-
tal Security Income (SS) program. Five reports also
noted that some states have even more stringent re-
quirements for Medicaid eligibility, the so-called
"209(b) states.”

A few Council reports noted that their respective
state has not taken advantage of the opportunities
under the Tax Equity and Fiscal Responsibility Act
(TEFRA) of 1982 to extend Medicaid eligibility to
children with disabilities who would otherwise be



V' No Medicare eligibility until two full
years of SSDI eligibility

&5

I am forced to recycle syringes and
catheters. I know it is dangerous, but I

can't afford more.”

—Georgia parent

eligible if they were institutionalized. The Pennsyl-
vania report included the observation, however, that
the drawback from the state's perspective is that the
option does not permit the state to target a specific
group of children for TEFRA eligibility, and that "the
resulting risk of financial exposure has led Pennsyl-
vania, like many other states, to reject this option.”

Thirteen Planning Council reports raised issues re-
garding limits on Medicare éligibility, in particular
the 24-month waiting period following enrollment as
a beneficiary under the Socia Security Disability In-
surance (SSDI) program, a benefit which includes
many individuals with developmental disabilities.
As noted in eleven reports, as many as one-third of
SSDI beneficiaries are uninsured at some point dur-
ing the two-year waiting period. For both the Medi-
caid and the Medicare programs, severa reports
raised concerns about the disincentive to employ-
ment when people are fearful of losing their health
benefits and cannot be assured of adequate health
insurance coverage through employment.

Concerns regarding eligibility for the Program for
Children with Special Health Care Needs (PCSHCN)
were identified in nine reports. As noted in the ex-
ample from the Idaho report, this program is being
used to support health care for children with devel-
opmental disabilities. The primary issue raised in
the reports was that the various state programs have
discretion in their eligibility criteria, and that limited
resources lead them to exclude children in certain
diagnostic categories, including children with vari-
ous developmentally disabling conditions.

The third type of barrier to access raised in the re-
ports was funding levels, primarily in relation to
state resources. Seventeen reports noted their state's
low Medicaid reimbursement rates and the related
effect on the availability of Medicaid financed health
service. Also noted were the lack of state funds for
Medicaid expansion in general and for Early Peri-
odic Screening, Diagnostic and Testing (EPSDT) and
Model Waivers in particular. Eleven reports in-
cluded concerns about funding for the PCSHCN and
other children's health programs. Seven of these
specifically noted problems in PCSHCN programs
regarding allocation of scarce resources, with some
relating it to state discretion in the use of the Mater-
nal and Child Health (MCH) block grant for this
program.

More broadly, nine reports noted barriers associated
with medical inflation in general, and seven the
growing burden of uncompensated care.



State Council Reports: Recommendations

-3 Expand access to the Medicaid and Medi-
care programs.

-> Require states to increase resources for
the Program for Children With Special
Health Care Needs.

=P Increase Medicaid provider participation.

Various cross-cutting recommendations were found
in the Planning Council reports from eleven states,
focusing on national health policy. For example,
three reports included the following recommenda-
tion: "Health care financing policies must be changed
in order to promote universality, comprehensive-
ness, equitable financing, and cost controls."

Federal:

Recommendations from State Councils targeted to
the federal government addressed both eligibility
and funding issues. Regarding eligibility for the
Medicaid program, eight reports recommended that
the federal government consider establishing a pro-
gram that would permit states to make Medicaid
benefits available, on a sliding fee scale, to people
who do not meet the state's financia eligibility re-
quirements for Medicaid. Regarding the Medicare
program, six reports specificaly recommended that
the two-year waiting period for people receiving
SSDI benefits be eliminated. In four of the six, the
recommendation was that, if this were not possible,
Medicare be designated the secondary payor during
the two-year period to protect people from catas-
trophic expense or deterioration of their condition if
they were unable to afford health care.

A few reports addressed federal funding to increase
access to health care, including three that recom-
mended a federal requirement that states allocate
one-third of their MCH block grant funds to PC-
SHCN activities. Two recommended changes would
permit vocational rehabilitation funding to continue
post-employment for follow-along medical services.

Federal/State;

Recommendations in twelve State Council reports
were focused on actions that could be taken at the
state level to increase the availability of Medicaid
providers, such as increased reimbursement rates
and streamlining of the reimbursement claim pro-
cess. For example, the Florida report recommended
that the state continue to seek ways to ease the Med-
icaid "paper procedures burden" on physicians and
other health care providers.

A few additional recommendations for increased re-
sources for federal/state programs were addressed
to PCSHCN and to the MCH program. Three re-
ports also recommended that the state Medicaid



-) Expand use of the HCB Waiver.

-> Expand access to Medicaid.

-> Increase overall access to health care.

program be required to pay for covered services
provided to children who are dually eligible for aid
under both Medicaid and special education pro-
grams.

Two reports {Hawaii and Pennsylvania) included
recommendations to expand use of the Medicaid
Model Waiver, i.e.,, the Home and Community Based
Services (HCB) waiver targeted to individuals with
health care needs who would otherwise be treated in
a hospital or other Medicaid covered facility. The
report from the District of Columbia recommended
more outreach of the Early Periodic Screening, Diag-
nostic and Testing (EPSDT) program.

Thirteen reports identified recommendations to en-
hance Medicaid eligibility, including addition of the
TEFRA dligibility option or equivalent (eight of the
thirteen), elimination of the state's restrictive "209(b)"
requirements { three states), and increased dligibility
for low income pregnant women and children (five
states). Six reports addressed the use of the
"Medicaly Needy" (MN) program, including expan-
sion of the state's medically needy eligibility criteria
{four states), and individual recommendations to
study the addition of the MN program (lowa) and to
retain the MN program while reviewing its criteria
(Utah). The Utah report also recommended that the
federal government approve the state's MN criteria
as presently established.

State:

Recommendations targeted to the state level by
Councils included increased transportation and
other supports to individuals (eight states) and ex-
pansion of home-based services (four states). Many
individual reports included recommendations de-
signed to address state-specific needs, such as
Idaho's recommendation that access to eye and ear
services be improved. Two states, Massachusetts
and New Jersey, recommended actions to address
the needs of people with AIDS/HIV infection.

The West Virginia report addressed the overall
shortage of health care in medically underserved ar-
eas. The report recommended that efforts such as
the state's Loan Repayment Program for physicians
be continued and expanded in order to provide in-
centives to health care professionals to practicein ru-
ral West Virginia
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2. Access toprivate health insurance

State Council Reports: Accomplishmentsand Opportunities

State Council Reports:

My daughter has congenital health prob-
Iems. Her medical bills are around $16,000
a year. There is no way that we can pay
for her and the insurance company says
that they won't cover her because it's a
pre-existing condition. She cannoi get off
Medicaid and so she can't go to work even
if she wants to."

—Utah parent

Health insurers are excluding people
with disabilities as a "pre-existing condi-
tion,"”

The accomplishments cited in the Council reportsin
relation to private health insurance addressed the
availability of insurance for people with disabilities,
as follows:

e Hawaii has a law requiring employers to pro-
vide health insurance; approximately 95 percent
of Hawaii's population is covered by some form
of privateinsurance. (Hawaii report)

* Blue Cross/Blue Shield in Michigan is mandated
by state law to offer the opportunity to purchase
coverage to everyone, regardless of pre-existing
medical conditions. (Michigan report)

 To help the medically uninsurable, the 71st
Texas Legislature passed Senate Bill 832 which
will establish the Texas Health Insurance Risk
Pool. (Texasreport)

Information on each of these accomplishments
noted, however, that other problems remained, as
discussed in the section on issues and barriers.

Critical Issues and Barriers

Barriers to health insurance were cited in nearly one-
third of the State Planning Council reports, including
references to the 36 million Americans currently
without health insurance (16 reports) and the partic-
ular difficulties of people with disabilities (17 re-
ports). Barriers identified, affecting people with de-
velopmental disabilities and their families, included
exclusion from coverage because the disability is
considered a "pre-existing" condition; lack of access
to employment-based private health insurance; and
affordability issues, including deductibles and co-
payments as well as high premiums.

AH of the seventeen Council reports which ad-
dressed this issue noted that people with disabilities
are increasingly being turned down for health insur-
ance based on the definition of their disability as a
pre-existing condition. As described in seven of the
reports, "People with disabilities are increasingly
vulnerable to restrictive medical underwriting prac-
tices of insurers for small groups and individual
plans on the one hand and the use of medical testing
by large employers on the other hand."
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It was hard because our insurance com-
pany rates kept going up to where we
couldn’t pay for insurance anymore. Now
she's on Medicaid, but we had to go
through an Act of Congress to get that. It
was really rough on us."

—Louisiana parent

v Only limited services are covered.

As described in the chapter on employment, many-
people with developmental disabilities are unem-
ployed or are working in less than full-time em-
ployment. Four of the Council reports specifically
noted that this frequently means that they also are
not eligible for private health insurance. Inaddition,
seven reports observed that even those who are em-
ployed are frequently not covered by health insur-
ance.

A second barrier, the high cost of private insurance,
was also noted in seventeen reports. The affordabil-
ity barrier to people with developmental disabilities
was described in terms of high premiums charged to
people considered to be higher risk; of heath care
costs not covered by insurance, i.e., limitations in
scope; and of expensive co-payments and de-
ductibles. Examples from state reports include;

* The classification of disability as a pre-existing
condition with predictable higher health care
costs provides private insurer an incentive to
reject people with disabilities, impose pre-exist-
ing condition exclusions, or raise premiums,
sometimes to an unaffordable level. (Tennessee

report)

» The parents were unable to get private insurance
because it was too costly. However, they aren't
eligible for Medicaid or general rdief. (Ohio re-

port)

* The pre-existing insurability clause is a barrier
for persons with developmental disabilities and
other chronic health care conditions. If coverage
is securable, premiums are generally "out-of-
reach.” (South Carolina report)

Three Planning Council reports noted that existing
attempts to address the eligibility problems (e.g.,
through special risk pools) have resulted in premi-
ums that are till unaffordable to many people with
developmental disabilities, who tend as a group to
have relatively low incomes.

Another barrier associated with private health insur-
ance wasiits limited scope, i.e., the services which are
covered by the policy. Sixteen State Councils noted
that there are problems related to the general orien-
tation of health insurance to acute care, and the re-
sultant lack of coverage of those services frequently
needed by people with developmental disabilities,
e.g. rehabilitative technology, long-term restorative



Casey is 8 and is reaching the lifetime cap
on his insurance,”

—Georgia parent

High health care costs and weak regula-
tion of insurance

and maintenance services. For example, the Utah
report included the following observation:

Technological advances like CAT scans,
computerized devices that enable communi-
cation, and our very own "Utah Arm" pro-
vide dramatic assistance to people with dis-
abilities, but are financially inaccessi-
ble...insurance companies consider these as-
sistive devices as luxuries and usually will
not pay for them. (Utah report)

Still another facet of the affordability issue was
found in the reports which noted that many insur-
ance policies have a lifetime "cap” on covered ex-
penses; individuals and families who reach this cap
and remain ineligible for Medicaid are faced with
bankruptcy in order to maintain needed medical
services. Problems also were noted in relation to
health maintenance organization (HMO) coverage of
people with disabilities and the establishment of risk
pools at the state level.

Two factors were identified in the State Council re-
ports regarding the barriers to adequate and afford-
able health insurance for people with devel opmental
disabilities: the high cost of health care generdly, re-
sulting in efforts by the insurance carriers and em-
ployers paying premiums to limit risks and costs;
and the overall weak regulation of the insurance in-
dustry. For example, it was noted in four reports
that only two states (Hawaii and Massachusetts)
have passed laws requiring employers to provide
health insurance, and six observed that there are no
federal regulations to prohibit insurers from exclud-
ing people with pre-existing conditions. Two of
these further noted that there isa lack of federal reg-
ulation regarding health insurance coverage even
though tax laws permit employers to deduct the cost
of health insurance benefits.

State Council Reports: Recommendations

Six reports from the State Developmental Disabilities
Planning Councils provided recommendations on
private health insurance that cut across al levels of
government. The gist of these recommendations
was a review of the health insurance situation as it
affects people with developmental disabilities and
that policies be established that protect people and
their families from catastrophic levels of out-of-
pocket expense.



-> Expand federal regulation of privale
health insurance,

- Examine risk pools and expanded state
regulatory activities.

Federal:

Ten Planning Council reports included recommen-
dations targeted to the federal government. Five
recommended federal legislation to prohibit health
insurance exclusions on the basis of pre-existing
conditions. Specific recommendations were found in
four Council reports for support of S. 768, the Basic
Health Benefits for All Americans Act; and in two
for support of H.R. 2649, the Federal Health Insur-
ance Equity Act Other recommendations were for
health insurance reform, the addition of federal re-
quirements for scope of coverage, and for federal
standards in general. Three reports also recom-
mended that the Employee Retirement and Income
Security Act exemption from state insurance regula-
tion for self-insured plans be eliminated.

FederaiyState:

No recommendations were found in relation to state
use of federa programs.

State:

The two areas targeted for state action in the reports
were the creation of risk pools to provide access to
insurance for people unable to obtain private health
insurance (thirteen states) and the state regulation of

insurance (eleven states). Council recommendations
regarding risk pools were divided among improve-
ments to existing programs and the establishment or

implementation of new programs. Recommenda-
tions on insurance regulation suggested stronger
state regulation in general, with particular interest in
exclusion on the basis of pre-existing conditions and
the scope of coverage. One report (Puerto Rico) also
recommended that the commonwealth assure the
coverage of government employees with dependents
who have a developmental disability.

3. Comprehensive health care

State Council Reports: Accomplishments and Opportunities

In addition to the scope of private health insurance
coverage, several State Planning Council reports ad-
dressed comprehensiveness of scope in relation to
publicly financed health programs. An example of
an accomplishment in this area was found in the
Wisconsin report, which noted that the state has the
most comprehensive array of optional services un-
der its Medicaid program of any state in the nation.



State Council Reports: Critical Issuesand Barriers

v/ Gaps in state Medicaid plans

v Gaps in Medicare coverage

6 They do other dumb things like restrict the
number of diapers they will pay for...It
seems fo me that Medicaid peopile have
never seen anyone with a handicap be-
cause if they had, they would change their
policies."

—Utah parent

Thirteen Council reports highlighted gaps in their
respective state Medicaid plans regarding covered
services. Because of the differences in state plans,
there was considerable variety in the issues cited,
ranging from specific references to the scope of the
EPSDT program, dental care, and nursing services
for children who are ventilator dependent, to the
overall ingtitutional bias of the state's Medicaid pro-
gram. As with €eligibility barriers, a lack of state
funding was the primary reason noted regarding
limited Medicaid scope.

Three major gaps in relevant Medicare coverage
wereidentified in the State Council reports:

e A genera lack of coverage of health related ser-
vices that are needed for ongoing health support
of people with disabilities (nine reports)

» Lack of Medicare coverage for augmentative
communication devices (e.g., computerized
communication boards and hearing aids) (nine

reports)

« Lack of coverage for rehabilitation therapies for
people who are not expected to make measur-
able functional progress even though they are
likely to degenerate functionally without the re-
habilitation therapies (nine reports)

Eight Council reports noted a general concern that
public health finance programs are limited in scope.
A mix of other health care scope issues were raised
by individual states, e.g., the limited number of
hours some health services are available.

State Council Reports: Recommendations

=% Expand the scope of Medicare and Medi-
caid,

Federal:

A few State Planning Council reports recommended
changes in the Medicare program to broaden its
scope, in particular its orientation toward acute care
and resulting relative lack of coverage of services re-
lated to chronic conditions. Two reports recom-
mended that a long term care benefit be added. Re-
garding the Medicaid program, one state (Indiana)



*P Increase the available scope of services
through Medicaid.

recommended that the federal government put limits
on state discretion regarding optional services.

Federal/State:

Ten Council reports included recommendations that
their state expand its use of the Medicaid program to
provide a broader array of services. In addition to
the general recommendations for expansion, six
states recommended a broader scope for their state's
EPSDT program. Individual recommendations in-
cluded Mississippi's that the state increase the Medi-
caid 30-day limit per year on reimbursable inpatient
hospitalization. Five Councils recommended that
the state examine the possibility of various Medicaid
waiver programs as a way of broadening scope.

One report (Alaska) recommended that the state ex-
pand its dollar cap on allowable expenses under the
state's PCSHCN program.

State:

Only two recommendations were identified. The
Florida report urged the state to provide equitable
levels of public health services across the state, and
the Idaho report recommended that dental care be
an alowable service in "shelter homes' for people
with developmental disabilities.

4. High quality health care

State Council Reports: Accomplishments and Opportunities

The primary issue noted in the State Council reports
regarding quality was the lack of knowledge of de-
velopmental disabilities on the part of health care
providers. An example of an accomplishment in this
areawas found in the lllinois report, as follows:

Loyola School of Dentistry's Division of Pre-
ventive Dentistry and Community Health
has made a commitment to working with
their dental students so that they have a
wide variety of experiences during their ed-
ucational training. Junior dental students
are required to go on three visits, including
one involving people with disabilities. Se-
nior dental students are required to com-
plete a 12-hour course on disabilities. The
school's general practice residency program
includes firsthand experience with people
with developmental disabilities. Once each
week residents of five different community
residences in the Chicago area and people



with disabilities who live in the community
come to the Dental School and receive dental
carefrom the residents. (lllinois report)

State Council Reports: Critical Issues and Barriers

&/ Questions about the quality of health
care for people with developmental dis-
abilities

Ten Council reports included concerns regarding the
quality of health care for people with devel opmental
disabilities associated with lack of provider knowl-
edge of their needs, as described in the following ex-
cerpt from the Alabama report:

If one gets by accessibility and attitudinal
barriers, the person with a developmental
disability may then find the provider unable
to knowledgeably handle either the primary
or secondary complications resulting from
their disability. Information on develop-
mental disabilitiesis rarely taught in the ba-
sic preparation curricula of providers (e.g.,
physicians, nurses, dentists, physical thera-
pists). (Alabama report)

Four reports noted quality of care concerns in
HMOs. Other issues included concerns about state
Medicaid requirements that only generic prescrip-
tion drugs be used, the poor quality of care available
to Native Americans, and the overuse of psy-
chotropic medications.

State Council Reports: Recommendations

=P Enhance education of health profession-
als regarding developmental disabilities,

The primary recommendation in relation to quality,
found in one-third of the Planning Council reports
which addressed health issues, was to include more
knowledge of developmental disabilities in profes-
sional education and training.

Federal:

There were no recommendations in this area ad-
dressed specificaly to the federal government.

Federal/State:

Two Council reports recommended improvements
within the Medicaid program in relation to quality.
The lowa report recommended that a mechanism be
added to address consumer complaints and the
Montana report recommended more flexibility in the
program in order to provide more individualized
Services.



=¥ Include developmental disabilities
knowledge in professional licensure re-
quirements.

State:

Two Planning Council reports included recommen-
dations that education requirements on knowledge
of developmental disabilities be added to the state's
professional licensure requirements. Other recom-
mendations included the monitoring of HMO uti-
lization by people with disabilities and state-specific
recommendations on public health services, im-
provements in medication review procedures, and
provision of "medical case management."

5. (Prevention and early intervention

State Council Reports: Accomplishmentsand Opportunities

* Publi¢ health programs are expanding
access to health care.

Reports from a few Councils noted accomplishments
in the area of preventive health, prevention of dis-
ability, and early intervention:

Reducing and identifying risk factors is a high
priority of the Council. In August 1989 the
Council funded a strategic planning effort of
state agencies and health and advocacy organi-
zations. Their primary goal was to identify
ways to prevent disabilities and, as a result, to
reduce the cost of providing publicly financed
services needed as a result of disabling condi-
tions. The Disability Prevention Planning Pro-
ject recommended a unified, statewide program
to be implemented at the community level. The
project called for the promotion of an "ethic of
prevention," that is, a desire to reduce pre-
ventable disabilities while remaining supportive
and non-judgmental of those families who have
or may have a child with special needs.
(Washington report)

The Wisconsin Public Health Plan for the Year
2000, to be completed in January 1990, is a sig-
nificant planning effort by the Department of
Health and Socid Services, and with implemen-
tation will help Wisconsin to improve and ex-
pand public health services. Although expan-
sion is still necessary, the Healthy Start program
is a step in the right direction of providing ma-
ternity care to some women previously not cov-
ered.

Wisconsin's implementation of the Birth and
Development Outcome Monitoring Program
will provide valuable prevention and planning



State Council Reports:

(9

You can't go in for preventive medicine be-
cause Medicaid won't pay for it. It should
be very obvious in this day and age that
preventive medicine is the only thing that
makes sense.”

—Utah parent

information and will assist parents in location
early intervention services. (Wisconsin report)

* The Office of Maternal and Child Health has
established an automated tracking system to fa
cilitate early and appropriate referral to services
for children who may have a developmental dis-
ability and to collect data on needs for long
range planning purposes. (Arizonareport)

Additional examples are noted in the section above
on access and availability, and in the chapter on ed-
ucation regarding early intervention that is coordi-
nated through the Infants and Toddlers program
(Part H of the Education for the Handicapped Act,
P.L. 94-142 as amended.)

Critical I ssues and Barriers

Fifteen State Planning Council reports referenced is-
sues related to preventive health, and fourteen of
these reports raised concerns in relation to the pre-
vention of developmental disabilities. About haf of
these noted the significance of barriers to prenatal
care, in particular for low-income women; four
specified the particular risks associated with teen
pregnancy. Other concerns included the impact of
substance abuse and of AIDS/HIV infection on in-
fants in relation to their risk for developmental dis-
ability; lead exposure; and the overall lack of em-
phasis on preventive health. A few reports noted the
lack of reimbursement in health insurance, the state's
limited Medicaid coverage, or limitsin their EPSDT
program as factors associated with inadequate pre-
ventive health measures.

State Council Reports: Recommendations

-» Expand access to prenatal care,

Federal:

There were no recommendations in this area specifi-
cally targeted to the federa government.

Federal/State:

Two reports from Councils recommended expansion
of the Women's, Infant's and Children's Supplemen-
tary Feeding (WIC) program.

State:

Sx State Councils addressed the need for improved
prevention through expansion of prenatal care and



other maternal and child health services. Other rec-
ommendations included activities to reduce teen
preghancy, expansion of substance abuse treatment,
AIDS/HIV prevention, planning initiatives, and
public education efforts. Five reports recommended
the expansion of health-related early intervention
programs.

6. Mental health services

State Council Reports: Accomplishments and Opportunities

* Access to mental health sexvices is ex-
panding for children and adolescents.

* Issues regarding services for people with

"dual diagnosis” are being resclved.

Approximately 40 percent of the Council reports
addressed mental health services as part of the
overall system of needed health care or in the con-
text of supports needed by some people with devel-
opmental disabilities. Recent achievements included
the following:

* The Child and Adolescent Service System Pro-
gram (CASSP) has funded nine community
mental health center/local education agency
(LEA) projects. All of the centers work with the
LEAs to provide mental health services to stu-
dents with emotional disabilities. CASSP pro-
jects were established to accomplish systemic
changesin the service system, to become respon-
sive to children's needs, to take advantage of
community resources, and to create opportuni-
ties. (Indiana report)

* TheWisconsin Department of Health and Socia
Services and the Department of Public Instruc-
tion have entered into a cooperative agreement
with a pilot county in an effort to address several
critical issues for children with emotional dis-
turbances. The Robert Wood Johnson Founda-
tion is providing Wisconsin with a one-year
grant of $100,000 to support the development of
a coordinated array of community treatment and
support programs for youth with serious emo-
tional disabilities. This effort is indicative of a
relatively new kind of cooperative activity be-
tween the public and private sectors. (Wisconsin

report)

e In spring 1988 the Council facilitated meetings
between the Division of Developmental Disabili-
ties (DDD) and the Division of Mental Health
and Hospitals that resulted in a work group
dealing with issues of dual diagnosis. Some
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State Council Reports:

Mental health services have ot been ade-
guate and have not met her needs. There is
no consiructive day programming to help
get her involved in working through her
problems.

—~Ohie parent

work has been done to clarify the definition of
dual diagnosis for DDD €ligibility criteria. The
work group also drafted a proposal for a
demonstration project to identify systemic barri-
ers that impede comprehensive treatment plan-
ning and coordinated clinical services for this
population. (New Jersey report)

* Severd of the Council's informants felt that the
changing role of the state developmental disabil-
ity service system, over time, had been a signifi-
cant and positive development. For example,
several persons pointed to the shift by the Men-
tal Health Division to contracting through com-
munity mental health programs and the expan-
sion of funding for case management services as
positive devel opments. (Oregon report)

* In Tennessee, three grants totaling approxi-
mately $1.7 million over a two-year period will
provide case management, counseling and hous-
ing rehabilitation in the large urban centers for
homeless persons who have mental illness.
(Tennessee report)

Critical Issues and Barriers

As reflected in the examples of recent accomplish-
ments, the three mgjor issues identified in the Plan-
ning Council reports in relation to mental health
were the unmet needs of people with a dual diagno-
sis of developmental disability and mental illness,
concerns about services to children and youth with
serious emotional disturbance, and the overall lack
of community mental health services in general.

Some Council reports noted consumer survey find-
ings in relation to unmet needs for mental health
services. Data from the summary of state consumer
surveys indicated significant unmet needs for coun-
seling and mental health services. Approximately 24
percent of the respondents expressed a need for such
services, but less than half of these were receiving
them.

Eleven Councils identified issues regarding care for
people with dual diagnosis. Three of these also
noted concerns regarding their inappropriate hospi-
talization and access to community based alterna-
tives. The primary barriers noted were problemsin
interagency coordination and related issues in eligi-
bility, funding, and the availability of appropriate
servicesin community settings.



The primary issue raised in the eight State Council
Lack of mental health services for chil-  reports which addressed children's mental health
dren concerns was a general lack of services. A few aso
noted funding issues and problems in interagency
coordination.

Lack of community mental health services in general

Lack of community mental health ser-  \yas noted in nine reports. Other issues raised inin-

vices in general dividual reports included needs of people who are
both homeless and mentally ill, lack of resources and
emphasis on preventive mental health services, and
the need for psychiatric review of the use of psy-
chotropic medications for residents of the state de-
velopmental disability institution.

State Council Reports: Recommendations

Federal:

There were no recommendations directed to the fed-
eral government.

Federal/State;

Three Planning Council reports included recom-
Expand Medicaid coverage. mendations on expanded use of the state Medicaid
program to increase the availability of mental health
services. Two reports recommended use of the state
mental health plan in conjunction with regquirements
of the State Comprehensive Mental Health Services
Plan Act of 1986 (P.L. 99-660) to improve services.

State:

Ten of the thirteen State Planning Council reports
Improve the public mental health system  thgt made recommendations in the area of mental
including better services for peaple with  health indicated support for improvements in the
state's community mental health system; about half
of these specificaly addressed their recommendation
to the community mental health needs of people
with developmental disabilities. Four reports tar-
geted recommendations specifically to those with a
dual diagnosis, including better coordination, im-
provement of services, and clarification of eligibility.
Recommendations on services to children were
found in four reports, focused on the prevention of
out-of-home placement and supports to families.

"dual diagnosis.”



VIIl. Civil
Rights



VIII. Civil Rights

Sate Council Soorts: Overview

%% As a matter of public policy in this state,
people with disabilities should not
themselves bear the major part of any
burden of achieving equal access to social
institutions.

—New Jersey report

Nearly al State Council reports included discus-
sion of the empowerment of people with develop-
mental disabilities and their civil rights; over
half of the reports included a separate section in
these areas. The thrust of these discussions was
that people with developmental disabilities have
the right to the full range of protections afforded
those without disabilities.

Federal programs and provisions cited by the State
Councils included Section 504 of the Rehabilitation
Act Amendments of 1973 (P.L. 93-112), the Civil
Rights of Institutionalized Persons Act (CRIPA)
passed in 1980 (P.L. 96-247), the Protection and Ad-
vocacy program authorized by the Developmental
Disabilities Assistance and Bill of Rights Act, the
Fair Housing Act as amended by P.L. 100-430, and
the voting rights provisions of the Voting Rights
Act of 1965 and the Voting Accessibility for the
Elderly and Handicapped Act (P.L. 98-435). The
Americans With Disabilities Act, pending federal
legislation at the time the State Council reports
were submitted to the Secretary of Health and
Human Services, also was referenced in several re-
ports.

State programs addressed by the Councils included
state anti-discrimination provisions regarding ar-
eas such as employment, polling place accessibility
initiatives, and state statutes on guardianship. Lo-
ca initiatives also were referenced in a few re-
ports, in particular those affecting accessible park-
ing spaces. Related discussions of civil rights and
empowerment were found in State Council presenta-
tions on the various life areas, in particular in edu-
cation and housing.

The mgjority of State Council reports identified
goals in the area of civil rights and consumer em-
powerment, either as general statements of full
rights and protections or in relation to specific
goals. The goals identified by the Councils in-
cluded the following:
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It is the State Council's vision that all
people with developmental disabilities
shall have the same rights as individu-
als without disabilities.

—Califomia report

Vision: people with disabilities should
be entitled to participate fully in every
aspect of American life.

—-Massachusetts report

Vision: people with developmental dis-
abilities...have control over their ser-
vices, thereby directing their own lives,

—Guam repart

Advocacy must be available and afford-
able for all citizens who seek to secure
and protect their rights.

—Florida report

Vision: people with disabilities manage
their own affairs..Very few have
guardians or representative payees.

—Michigan report

1. The samerights and protections as all Ameri-
can citizens

One of the goals found most frequently in the State
Council reports was that people with developmen-
tal disabilities have the same rights and protec-
tions as everyone else. Specific goals included leg-
islative protections at the federal and state levels,
and effective enforcement of legal and regulatory
protections.

2. Promotion of accessibility and full participa-
tion

A second type of goa found in virtually al of the
State Council reports was the promotion of accessi-
bility and community participation for people with
developmental disabilities. Goals of accessibility
and participation were identified by the Councils
across the life areas and in relation to such basic
civil rights areas as the right to vote.

3. The empowerment of individuals

Another goal frequently found in the reports was
the empowerment of people with developmental
disabilities, including full access to information,
exercise of personal choice and control over their
lives, and self-advocacy.

4. Accessto legal recourse

Access to supports that assist people with devel-
opmental disabilities in exercising their legal
rights was also a goa identified by the State Coun-
cils in their reports. Goals included the availabil-
ity of legal services, protective services, and advo-
cates.

5. Appropriate use of guardianship

Goals in relation to the appropriate use of
guardianship were identified by several State
Councils. The thrust of these statements in the
Council reports was that guardianship of people
with developmental disabilities should be used
only when needed and should be limited to those
areas in which the person requires assistance.



% Vision: People are protected from neglect
and abuse, and are assured their fuil hu-
man, legal and civil rights.

— Indiana report

6. Freedom from harm

A sixth type of goal in the civil rights area found in
the State Council reports was the protection of peo-
ple with developmental disabilities from harm,
through effective program monitoring and quality
assurance activities across the life areas.

1, The same rights and protections as all American citizens

State Council Reports: Accomplishments and Opportunities

K Federal civil rights legislation

K State anti-discrimination legislation

Several of the State Council reports cited federal
statutes through which the federal government has
attempted to prohibit discrimination based on dis-
abling conditions. As noted above, these included
Section 504 of P.L. 93-112, as the first civil rights
legislation to guarantee an equal opportunity for
people with disabilities through provisions apply-
ing to recipients of federal funds.

Several Councils reported that their states have
enacted legislation patterned after the Rehabili-
tation Act. These laws prohibit discrimination in
programs or activities conducted by or funded
through state funds.

Another set of protections cited by several of the
Councils was the Fair Housing Act Amendments
(FHAA) of P.L. 100-430, which became effective in
March of 1989. The reports noted that while Sec-
tion 504 could protect people with disabilities from
discrimination in housing financed with federal
dollars, the FHAA reaches private housing and
rental accommodations.

Specific accomplishments at the state level identi-
fied by the Councils included the following:

* The Idaho Human Rights Commission Act,
passed in 1969, prohibits discrimination be-
cause of race, color, sex or national origin in con-
nection with employment, public accommoda-
tions, education and real property transactions,
and discrimination because of age (40 and over),
or disability in connection with employment.
The addition of disability as a protected basis
became effective July 1, 1988. (Idaho report)

* The Montana Legislature passed in 1983 a Vet-
eran's and Handicapped Persons Employment
Preference Act. Under this Act, a person with a



State Council Reports:

v Enforcement provisions are weak,

V' rew antl-discrimination statutes at the
state or local levels

State Council Reports:

4 Enact, implement and enforce the Ameri-
cans With Disabilities Act. '

disability who is substantially equally quali-
fied for a position must be hired over a person
not eligible for the preference. (Montana re-
port)

e In 1971 the State of Washington passed civil
rights legislation. The statute includes areas
such as: employment, age,sex, real estate and
education. A Human Rights Commission was
established to enforce the provisions of the
law. (Washington report)

Critical Issues and Barriers

A major issue that surfaced in the State Council re-
ports was the weakness of the enforcement provi-
sions of federal, state and local legislation. As de-
scribed in the Alabama report, "Existing laws to
protect Alabama citizens with disabilities are fre-
quently inadequate, ignored, minimally imple-
mented or inconsistently enforced."

Five State Council reports specifically referred to
the lack of anti-discrimination statutes in the pri-
vate sector or at the state level.

A few reports also noted concerns that the protec-
tions of Section 504 have been weakened by some ju-
dicial decisions or by weak enforcement. For exam-
ple, the Texas report included the following state-
ment:

Section 504 of the Rehabilitation Act has
never been enforced. | have not found any
real effort to follow through to make public
buildings accessible...Besides monitoring
and enforcement, we also need technical as-
sistance and education to help people com-
ply." (Texasconsumer)

Recommendations

Most of the recommendations made by the State
Councils in this area dealt with the enforcement of
current legislation or the passage of new legisla-
tion.

Federal:
The primary State Council recommendation in this

area targeted to the federa level was the passage
and enactment of the Americans With Disabilities



=) Enforce Section 504 at the federal, state
and local levels,

-’ Anti-discrimination laws at the state
and local level should be enacted.

Act (ADA), an omnibus civil rights statute that
reaches into the private sector in its prohibitions
against discrimination on the basis of disability.
State Council reports noted that the ADA specifi-
cally prohibits discrimination against individuals
with disabilities in private sector employment, all
public services, public accommodations,
transportation and telecommunications, and places
the federa government in the central enforcement
role. Nineteen State Councils specifically
recommended the passage of the Americans With
Disabilities Act with assurances that the ADA,
when passed, would include strong enforcement
provisions. As recommended by the Michigan
Council, "Congress should pass, and the President
sign, without weakening amendments, the Ameri-
cans With Disabilities Act, and assure direct,
prompt, full implementation.”

As noted above, the ADA had been passed by the
Senate and was awaiting action in the House of
Representatives at the time the State Council re-
ports were prepared.

Strong enforcement of Section 504 of the Rehabili-
tation Act also was recommended by many of the
State Councils. A few Councils recommended in-
creased levels of enforcement at the federal level.

Federal/State:

There were no recommendations in this area other
than more effective enforcement of Section 504 and
other protections, as noted above.

State:

The major recommendations in this area dealt with
the passage of legislation at the state and local
levels to mirror anti-discrimination legislation
that currently applies only at the federa level.
Some State Council reports warned against passing
legislation without strong enforcement provisions.
For example, the Nebraska Council recommended
that the state "should consider adopting a State
Bill of Rights for persons with disabilities to en-
sure that state laws include strong nondiscrimina-
tion and enforcement provisions." (Nebraska re-

port)



2. Promotion of accessibility and full participation

State Council Reports: Accomplishments and Opportunities

* Voting rights for people with disabili-
ties :

K Increased accessibility

Several State Council reports noted accomplish-
ments in the promotion of full voting accessibility
for people with disabilities. At the federal level
these included the Voting Rights Act of 1965 which
provides the right to choose a voter assistant who
may aid the individual with a disability to what-
ever extent is deemed necessary. Another federa
action cited by the Councils was enactment of the
Voting Accessibility for the Elderly and Handi-
capped Act (P.L. 98-435), which encourages partic-
ipation and promotes integration by enabling peo-
ple with disabilities to access polling places.

Several Councils also noted that their state has
made progress in assuring that polling places are
accessible.

Accomplishments in promoting accessibility were
cited by the Colorado Council as follows:

Denver has become a model for physical ac-
cessibility of public transportation. The
Denver Commission on the Disabled has
been active for many years in advocating
and providing funding for curb cuts, snow
removal, and other accommodations which
permit_persons with handicaps to move
about Denver more easily. (Colorado re-

port)

Accomplishments in the promotion of accessibility
through public education can be found in the chap-
ter on supports.

State Council Reports: Critical Issues and Barriers

v/ Lack of accessibility as a barrier to inde-
pendence, productivity and integration

Most Council reports identified lack of physical
and communications accessibility as a mgjor barrier
to the full integration of people with disabilities.
State Councils referred specifically to inaccessibil-
ity in residential settings, at work sites, and in
places of recreation. For example, the Idaho Coun-
cil included the following statement:

Every Idahoan has and exercises personal
rights and freedoms. These rights and free-
doms for Idahoans with a disability must
include easy access to stores, shops, side-
walks, telephone service, votin

booths/polling places, government build-
ings, recreational facilities, parks, resorts,
buses and airplanes. For a person with a



v Polling places are inaccessible to people
with disabilities,

v/ Low voter participation

disability in Idaho, however, the vision
can be taint and distant. Many of these
have been ignored or abused because ac-
commodation is costly, inconvenient or in-
frequently requested. (ldaho report)

An issue raised by a majority of Councils was the
inaccessibility of many voting places. Severa re-
ports noted that despite the fact that all individu-
als over the age of 18 have a legal and constitu-
tional right to vote, many individuals with dis-
abilities are denied that right due to physical and
attitudinal barriers. Fifteen State Councils men-
tioned voting as an area where individuals are
often prevented from exercising a civil right and re-
sponsibility. For example, the voting accessibility
issue was described in the Colorado report as fol-
lows:

Most election commissions in Colorado have
made provisions for persons with disabili-
ties to obtain assistance in voting. How-
ever, although al polling places are nomi-
nally physically accessible, in many cases
this means that a person who uses a
wheelchair must use a service entrance to
8a|n access to the voting area. The state

oes not provide interpreters for people
with deafness at polling places nor are bal-
lots routinely printed in Braille. People in
need of these accommodations must arrange
for them on their own. Legislation has pe-
riodically been introduced to address this
issue, but has been defeated; the lack of
funds to implement the changes has been
cited as the barrier by state legislators.
(Colorado report)

Several State Council reports also included data
from their consumer surveys to highlight their con-
cerns about the participation of people with devel-
opmental disabilities in exercising their right to
vote. The summary of the state consumer surveys
indicated that of the 8296 adults who responded to
the question, "Did you vote in the most recent gen-
eral election?' 28 percent responded affirmatively,
compared to 49 percent in the general population
(League of Women Voters, 1988).

A particular concern raised in some of the State
Council reports was that individuals living in con-
gregate care settings are often denied the right to
vote, based on a presumption that their disability
precluded them from voting.



“ Society is making people second ciass citi-
zens.,"

—Georgia consumer

Several Councils reported that public attitudes and
prejudices act as a a barrier to accessibility. For ex-
ample, the New Mexico Council noted that:

Community education is needed to promote
an understandlng of the significance of in-
dependence, productivity and integration in
the lives of people with developmental
disabilities. (New Mexico report)

State Council Reports: Recommendations

=) Enforce state laws,

= Educate policymakers and the public.

Federal:

The primary recommendation in the State Council
reports addressed to the federal government in this
area was the enactment of the Americans With
Disahilities Act, as noted in the previous section.

Federal/State;

A few reportsincluded recommendations that states
move more aggressively in the enforcement of exist-
ing federal accessibility legislation.

State:

Many State Council reports referred specifically to
state legislation dealing with architectural barri-
ers or barrier-free environments. For those states
with accessibility statutes, recommendations were
primarily in the area of education and enforcement.
Other State Councils advocated for passage of leg-
islation specific to accessibility issues, both physi-
ca and communication. For example, the Utah re-
port stated that "The Council's recommendation re-
garding access includes stronger legislative action
to eliminate architectural barriers."

To address attitudinal barriers to accessibility, ap-
proximately half of the State Council reports in-
cluded recommendations to educate policymakers
and the larger community about the rights of peo-
ple with developmental disabilities and their po-
tential for independence, productivity and commu-
nity integration.



3. The empower ment of individuals

State Council Reports: Accomplishments and Opportunities

W The self-advocacy movement has gained
momentum during the past decade.

& In the past, it was up to us to decide what

to do with our daughter. When people
would ask, what will you do, what will
she do, I could never answer. In the last
year or so, Jylle has been telling us what
she wants to do. It has taken me to task,
because in the past 1 didn't really think
she had the right or the ability to make n
choice. She would like to live in an
apartment. She would like to choose with
whom she lives. I think she has the right
to do that."

—Arkansas parent

* Ovwer 15,000 consumers were surveyed,

Severa State Councils reported on recent accom-
plishments in the promotion of empowerment of in-
dividuals with developmental disabilities, in par-
ticular their self-advocacy:

* Arkansas, the self-advocacy movement began
at the local level- In Conway, a group which
called themselves the Community Client Club
organized in 1982..The individuals living in
homes owned by First Step Center in Hot
Springs have nightly meetings without staff
members present at which they deal with any
topic they wish. (Arkansas report)

* The Speaking for Ourselves organization con-
sists of self-advocates who meet periodically
to discuss barriers to their integration into the
community, their unmet needs, and other issues.
(Colorado report)

* In 1989, the [sdf help project operated by the
Association of Retarded Citizens/New Jersey]
held its fifth conference, attended by more than
400 people from throughout the state. (New

Jersey report)

Exercise of consumer choice and control was noted by
several Councils, especialy in relation to housing.
For example, the Utah Council reported that
$500,000 had been alocated to the state Depart-
ment of Mental Health for a demonstration project
to move 25 individuals from a state hospital to
community settings. Individuals are to be asked in
which town they wish to live and in what type of
setting. The support system will then be built
around the individual at his/her direction.

Empowerment of family members also was featured
in the Arkansas report, which noted a series of
leadership training sessions sponsored by the State
Planning Council in 1989 which brought in several
national experts to provide training to parents from
around the state.

The strong consumer participation required in the
1990 report process was noted by several Councils as
an accomplishment, in particular the state con-
sumer surveys that involved over 15,000 consumers
across the states and territories in providing infor-
mation about their needs and preferences.



% I'm really glad they asked the person
with a disability [in] this survey instead
of the parenis and guardians like they
usually do."

—Ohio consummer

*  Consumers pmvide guidance on policies
and programs,

Efforts to give consumers a voice in the service sys-
tem also were noted by Councils, as illustrated by
the following examples:

* The Subcommittee on Consumer Involvement
(SCI) of the State Council on Developmental
Disahilities is comprised of people with devel-
opmental disabilities and has as its mission to
increase [their] active participation in the pol-
icy making, service planning, service delivery,
monitoring and evaluation aspects of the de-
velopmental services system in California, in-
cluding the constitution of a forum for primary
consumer input on systemic issues of concern.
(Cdlifornia report)

e Membership on Wisconsin's Consumer Advisory
Council for the Division of Vocationa Reha-
bilitation includes a broad representation of
consumers.... It meets on a regular basis to ad-
vise the Administration, which has taken that
advice many times. The Division's leadership
in establishing such a Council and its reliance
on this Council for policy and program guidance
is quite unique among state agencies and reflects
a commitment to consumer participation and
empowerment. (Wisconsin report)

State Council Reports: Critical Issues and Barriers

%

I live in a group home with a roommate. 1
don't like my roommate, but I have no
choice. I want my own place and my own
job. I am 57 years old. Another thing, my
brother keeps all my money, and I don't
like that either. I think that I should
have some choice in things."

—Oklahoma consumer

‘/ Limited consumer role in decisions on pro-
grams

Many State Council reports indicated that con-
sumers had voiced their frustrations with the ser-
vice delivery system and the extent to which it
precludes independence, productivity, and integra-
tion. Nearly dl the reports included data from the
state consumer surveys in relation to their indepen-
dence. The summary data in this area revealed
that when individuals were asked, "How indepen-
dent do you think you are?' and "How important is
it to you to beindependent?’, 75 percent of the indi-
viduals said it was important to them to be inde-
pendent; however, only 26 percent said that they
were, in fact, independent.

A related concern identified by some Councils was
that people with developmental disabilities are
seldom included in planning and monitoring the
programs that affect them. For example, the
Michigan Council report noted that:

People with disabilities are seldom asked
to participate on boards of voluntary orga-
nizations, advocacy groups, or on local and
state commissions. When they do partici-
pate, some report that they do not receive



v’ People with disabilities don't know or
understand their rights,

‘/ The legal/judicial community needs to be
educated about disability issues.

significant assignments or encouragement
for active participation. (Michigan report)

A major concern expressed by State Councils in their
reports was that the provisions of various laws are
not, for the most part, known to people with dis-
abilities and their advocates. These Councils noted
that for people to be empowered, it is imperative
that they know and fully understand their rights
and responsibilities. As described by the Washing-
ton State Council:

B)(\ law, citizens of the state of Washington
who are disabled have full protection of
their civil and human rights. But, in real-
ity, these statutes are rarely employed by
the developmental disabilities community.
There are many reasons, but the most piv-
otal issue is this: people with developmen-
tal disabilities are just now moving into the
mainstream of American life. Many do not
even know it is illegal to discriminate on
the basis of disability. (Washington re-

port)

State Councils also raised the related issue of the
lack of education of the legal community in advo-
cating on behalf of people with disabilities. This
lack of education was noted to extend beyond
lawyers (both private and public interest) to judges
and others in the judicial system. As stated in the
Utah report:

Utah has experienced another problem
with legalizing rights for people with
disabilities in their judicial system. Even
though the paperwork may be in place and
the laws enacted, if judges are not educated
to the implications of discriminatory
practices against people with disabilities,
enforcement will never be implemented.
(Utah report)

Some Councils indicated that this lack of education
prevented attorneys from representing people with
disabilities in legal actions, be they civil or crimi-
nal. As described in the Massachusetts report, "The
Massachusetts Legal Assistance Corporation re-
ports that 85% of the civil legal needs of the poor,
including people with disabilities, are unmet."



State Council Reports: Recommendations

-> Federal, state and local government must

take responsibility for educating people

. with disablilities, their families and ad-
vocates.

-’ Promote increased consumer conlrol.

“ As an adult I have the right to live my

life as independently as everyone else.
That right and my desire to exert that
right should never be guestioned.”

—Maine consumer

“® Promote self-advocacy and empower-
ment,

More than two-thirds of the State Planning Coun-
cils recommended that government at all levels
take responsibility for educating people with dis-
abilities and their families and advocates about
legislation that exists to protect their civil rights.
Another recommendation made by some Councils
was that requirements be added for consumer par-
ticipation in program planning and monitoring.

Federal:

A few State Council reports included recommenda-
tions targeted to the federal level regarding con-
sumer empowerment. The Massachusetts Council
stated, for example, that "Federal agencies should
develop new and expanded initiatives to publicize
the requirements of current federal laws that pro-
hibit discrimination against persons with disabili-
ties, and to inform individuals with disabilities of
their rights under such laws."

Federal/State;

Some State Council reports noted that the educa-
tion of people with disabilities and their advo-
cates should be the responsibility of the Protection
and Advocacy agency and the Developmental Dis-
abilities Planning Council in the state.

State:

Most of the recommendations in the State Council
reports in this area were focused on activities at
the state and local level. The primary recommen-
dation in this area was to increase the opportuni-
ties of people with disabilities to exercise choice
and control over their lives (recommended by over
80 percent of the Councils).

States were encouraged to develop service ap-
proaches that enable the consumer to choose the
type of setting in which they live, work or recreate,
the type of supports they receive, and the person or
agency who provides services.

Nearly haf the Councils also recommended the
promotion of self-advocacy and empowerment in
general. Mogt State Council reports addressed the
issue of education of consumers on their civil rights
as well as education of policymakers and the public
in their recommendations.



=) Consumers should be represented on all
boards and commissions.

=% Consider new funding mechanisms that
increase consumer and family control.

4. Accessto legal recourse

Another strategy recommended by several Councils
was to include consumers on the various boards and
commissions that plan and oversee the programs
that affect them, as people with disabilities and
as residents of their communities.

Several Councils recommended consideration of new
funding mechanisms that promote increased control
of consumers and family members over the supports
and services they utilize. For example, some Coun-
cils suggested exploration of the use of direct cash
payments to families based on the needs of the
child as identified by the family or vouchers and
variations on individual family service plans. As
recommended by the Maine Council, "Policy should
more strongly support the principle of family and
consumer decision making and control over their
services plan, via an expansion of the voucher sys-
tem. The voucher system piloted by the Bureau of
Mental Retardation should be available to all
families and consumers with developmental dis-
abilities. Eligibility should be based on need, not
disability or income." Related State Council rec-
ommendations can be found in the supports chapter.

State Council Reports: Accomplishments and Opportunities

X Protection and Advecacy systems were
established to protect the rights of peo-
ple with developmental disabilities.

The primary accomplishment noted by Councils in
this area was the establishment of the Protection
and Advocacy (P&A) program in the Developmen-
tal Disabilities Assistance and Bill of Rights Act
asamended by P.L. 94-103.

State Council Reports: Critical Issues and Barriers

v Funding levels for P&As are inadequate
to meet the need.

Many Councils reported that the funding level of
the Protection and Advocacy program is insufficient
to provide services to al who need them. As stated
in the Massachusetts report:

The present Protection and Advocacy Pro-
cram for Developmental Disabilities and
Mental Illness does not have sufficient re-
sources to represent al the legal needs of
people with developmental disabilities.
(Massachusetts report)

Some Councils also noted that there is a dearth of
expertise in the legal community to deal with is-
sues that go beyond those involving discrimination
under federal and state statutes, and that it is dif-
ficult for individuals to find attorneys who are



V People with developmental disabilities
are in need of legal and protective ser-
vices.

willing and able to represent people with devel-
opmental disabilities.

Related data from the summary of the state con-
sumer surveys indicated that although 23 percent of
the individuals surveyed expressed a need for legal
or protective services, only 8 percent were receiving
these services.

A few State Councils also noted that under CRIPA
it is unclear whether Protection and Advocacy
agencies have a right to initiate actions, despite
their readiness to do so.

State Council Reports: Recommendations

*P Increase funding levels of P&A agencies.

Federal:

Some reports recommended that the funding level
of the Protection and Advocacy program be reexam-
ined and increased to ensure services to all individ-
uals who need them.

Federal/State:

As noted above, some Councils recommended that
P& As continue to be involved in informing people
with developmental disabilities about their
rights.

State:

A few Councils recommended that there be a contin-
ued emphasis on the need for pro bono work on be-
half of people with developmental disabilities at
the state and local level, so that people with dis-
abilities have access to counsel regardless of their
ability to pay.

5. Appropriate use of quardianship

State Council Reports: Accomplishments and Opportunities

* Federal legislation establishing stan-
dards for guardianship is pending.

A few State Councils noted that a National
Guardianship Act (HR 1702, S 235) has been intro-
duced in the U.S. Congress, covering people with
developmental disabilities as well as people who
are elderly. Councils cited provisions of the legis-
lation such as federal minimum standards for po-
tential guardians, delineation of the substantive
and due process rights of people alleged to be in-
competent, provisions for the presence of attorneys
as advocates, and incentives for state adoption of



* Volunteer guardian/advocates

State Council Reports:

l’ Guardianship is often used inappropri-
ately.

v Guardianship is not available to some in
need.

the federal guidelines. Similarly, a few Councils
noted that a model statute on guardianship and
standards for adjudication of competency was pre-
pared by the American Bar Association's Commis-
sion on Mental Disability in 1979.

At the state level, the Arkansas Council described
a program of volunteer guardian/advocates, a pri-
vate, non-profit corporation that is funded through
federal, state and private sources. The project re-
cruits, trains, monitors and supports individuals
who are willing to become volunteer guardians for
people with developmental disabilities. As de-
scribed by the Council in its report, the volunteers
frequently serve in the capacity of citizen advo-
cates rather than assuming responsibility of legal
guardians; volunteers are encouraged to promote
maximum independence and choice for the person
with a developmental disability as well as to en-
sure stringent protection where it is needed.

Critical Issues and Barriers

Approximately one-third of the State Council re-
ports raised concerns about the protection of civil
rights in the use of guardianship for people with
developmental disabilities. Several of these Coun-
cils noted that guardianship can represent the most
intrusive form of state government intervention into
the life of a person with a disability. Another con-
cern raised by Councils was that guardianship is
sometimes used inappropriately when other less in-
trusive means could be employed. For example, the
Ohio Council noted its concern as follows:

While guardianship is needed for many
people with developmental disabilities,
especially those with mental handicaps,
there is a fear that we will rely on the
courts to appoint more and more guardians
rather than fund the support services that
would facilitate people with developmen-
tal disabilities In advocating for them-
selves. (Ohio report)

Other reports noted that state laws are often un-
clear in defining when guardianship is needed and
to whom guardianship should be awarded.

Six Councils reported that guardianship is not
available to al those in need of guardianship.
Lack of resources also was noted as a barrier to &-
fective guardianship by a few Councils. For exam-
ple, the Alaska Council reported that the state has
a guardianship law that is considered a model



statute by the American Bar Association; yet, un-
derstaffing and large caseloads make the high
standards set in the law impossible to maintain. A
few Councils also observed that becoming a
guardian is often an expensive undertaking.

Some Councils expressed concern that guardianship
is often provided by the same department in state
government that provides services, potentially cre-
ating a conflict of interest or preventing the person
with a disability from receiving the best advocacy
possible.

State Council Reports: Recommendations

-» Develop national guardianship stan-
dards.

P Increase the availability of quality
guardianship.

Federal:

The primary recommendation of the Councils at the
federal level was that uniform national standards
on guardianship be developed (four reports) or that
the National Guardianship Act be enacted (two re-
ports).

Federal/State:

There were no recommendations in this area.
State:

The mgjority of State Council recommendations on
guardianship were targeted to the state level. The
primary recommendation was that guardianship be
made available to all those with developmental
disabilities in need of guardianship. At the same
time several Councils recommended that the qual-
ity of guardianship should be improved, for exam-
ple, by more emphasis on the promotion of people's
independence or by providing it through an entity
not involved in the provision of services. Another
Council recommendation in this area was to provide
options for limited guardianship.



6. Freedom from harm

State Council Reports: Accomplishments and Opportunities

* States have developed quality assurance
systems to protect individuals from abuse
and neglect.

A few State Councils noted that the United States
Constitution guarantees that al American citizens
be protected from harm, and that this protection is
implicit in federal legislation that has been en-
acted to protect individuals with disabilities, such
as the Developmental Disabilities Assistance and
Bill of Rights Act and the Civil Rights of Institu-
tionalized Persons Act (CRIPA).

Many Councils discussed state quality assurance ac-
tivities in regard to protecting people from harm.
The Utah Council described the following ap-
proach:

A volunteer monitoring committee has been
established, where volunteers are trained
to monitor residential facilities, both con-
gregate and community based. Homes are
visited three times: once announced, twice
unannounced. (Utah report)

More information on Council observations on the
states' quality assurance activities can be found in
the chapter on housing .

State Council Reports: Critical issues and Barriers

¢/  Consumers and families are excluded from
monitoring activities.

Many of the issues raised by the states in regard to
protection from harm have been discussed in the
sections on civil rights protections and guardian-
ship, and in the chapter on housing. A few Councils
addressed additional issues. For example, the Mis-
sissippi Council report stated that:

Efforts must be extended to assure that the
rights of elderly Mississippians with dis-
abilities are protected in such areas as
abuse, competency hearings, powers of at-
torney, protection of entitlement and
guardianship. (Mississippi report)

Ten Councils cited the exclusion of individuals with
developmental disabilities and their families from
the process of monitoring and assuring service and
support quality as a major barrier to independence,
productivity, integration and satisfaction.

Two Councils raised concerns about the use of aver-
sive measures in treatment and "behavior control”.
As discussed in the Massachusetts Council report:



The use of certain painful treatments
(aversives) to affect the behavior of per-
sons with autism and other developmental
disabilities has been met with outrage by
consumers and advocates. Much debate has
been heard in the community about the &-
fectiveness of such treatments and of other
more positive approaches. Lack of plan-
ning and poor resource allocation has meant
that available alternatives for families do
not always exist (Massachusetts report)

State Council Reports: Recommendations

=) Include consumers and families in moni-
toring activities at the federal, state,
and local levels.

-’ Examine the issue of aversive inferven-
tions,

Council recommendations in relation to freedom
from harm generaly did not specify particular pro-
grams or levels of government. The primary strat-
egy recommended by Councils in this area was in-
creased emphasis in quality assurance on individ-
ual outcomes. Another recommendation was that
individuals receiving services, and their families
where appropriate, be included in the planning,
delivery, and monitoring of the provision of
services. For example, the Minnesota Council rec-
ommended that "consumers and families use simple
but powerful checklists to monitor and evaluate
services."

Review or decreased use of aversives was specifi-
caly recommended by three Councils.
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THE DEVELOPMENTAL DISABILITIES AND BILL OF RIGHTS ACT

SELECTED EXCERPTS

Definition of Developmental Disability

"SECTION 102
"(5)  The term "developmental disability” means a severe, chronic disability of a person which—

"(A) isattributable to a mental or physical impairment or combination of mental and
physical impairments;

"(B) is manifested before the person attains age twenty-two;
"(C) islikey to continue indefinitely;

"(D) resultsin substantial functional limitations in three or more of the following areas of
major life activity:

"(i) self-care,

"(ii)  receptive and expressive language,
"(iii) learning,

"(iv)  mobility,

"(v)  self-direction,

"(vi) capacity for independent living, and
"(vii) economic sef-sufficiency, and

"(E) reflects the person's need for a combination and sequence of special, interdisciplinary, or

generic care, treatment, or other services which are of lifelong or extended duration and
are individually planned and coordinated...."

Definitions of Independence, Productivity and Integration

"SECTION 102

"(6)  The term "independence" means the extent to which persons with developmental disabilities
exert control and choice over their own lives.

"(7)  The term "productivity" means—

"(A) engagement in income-producing work by a person with developmental disabilities
which is measured through improvements in income level, employment status, or job
advancement, or

"(B) engagement by a person with developmental disabilities in work which contributes to a
household or community.

"(8)  The term "integration” means—



"(A)  the—

" (i) use by persons with developmental disabilities of the same community
resources that are used by and available to other citizens, and

"(ii)  participation by persons with developmental disabilities in the same
community activities in which nondisabled citizens participate, together with
regular contact with nondisabled citizens, and

"(B) theresidence by persons with developmental disabilities in homes or in home-like
settings which are in proximity to community resources, together with regular contact
with nondisabled citizens in their communities...."

Rights of Persons with Developmental Disabilities

"SECTION 110. Congress makes the following findings respect[ing] the rights of persons with
developmental disabilities:

"(1) Persons with developmental disabilities have a right to appropriate treatment, services, and
habilitation for such disabilities.

"(2)  The treatment, services, and habilitation for a person with developmental disabilities should
be designed to maximize the developmental potential of the person and should be provided in
the setting that is least restrictive of the person's personal liberty.

"(3)  The Federal Government and the States both have an obligation to assure that public funds are
not provided to any institutional or other residential program for persons with developmental
disabilities that -

"(A) does not provide treatment, services, and habilitation which is appropriate to the
needs of such persons; or

"(B)  docs not meet the following minimum standards:

"(i) Provision of a nourishing, well balanced daily diet to the persons with
developmental disabilities being served by the program.

"(ii)  Provision to such persons of appropriate and sufficient medical and dental
Sservices.

"(iii) Prohibition of the use of physical restraint on such persons unless absolutely
necessary and prohibition of the use of such restraint as a punishment or as a
substitute for a habilitation program.

"(iv) Prohibition of the excessive use of chemical restraints on such persons and the
use of such restraints as punishment or as a substitute for a habilitation program
or in quantities that interfere with services, treatment, or habilitation for such
persons.

"(v)  Permission for close relative of such persons to visit them at reasonable hours
without prior notice.



"(4)

"(vi) Compliance with adequate fire and safety standards as may be promulgated by
the Secretary.

All programs for persons with developmental disabilities should meet standards which are
designed to assure the most favorable outcome for those served, and -

"(A) inthe case of residential programs serving persons in need of comprehensive health-
related, habilitative, or rehabilitative services, which are at least equivalent to
those standards applicable to intermediate care facilities for the mentally retarded
promulgated in regulations of the Secretary on January 1, 1974 (39 Fed.Reg. pt. 1), as
appropriate when taking into account the size of the institutions and the service
delivery arrangements of the facilities of the programs;

"(B) in the case of other residential programs for persons with developmental disabilities,
which assure that care is appropriate to the needs of the persons being served by such
programs, assure that the persons admitted to facilities of such programs are persons
whose needs can be met through services provided by such facilities, and assure that
the facilities under such programs provide for the humane care of the residents of the
facilities, are sanitary, and protect their rights; and

"(C) inthe case of nonresidential programs, which assure the care provided by such
programs is appropriate to the persons served by the programs.

"The rights of persons with developmental disabilities described in this section are in addition
to any constitutional or other rights otherwise afforded to al persons.”

Requirements for the 1990 Report

"SECTION 122(f)

"(1)

"(2)

"(3)

Each State Planning Council shall conduct a comprehensive review and analysis of the

eligibility for services provided, and the extent, scope, and effectiveness of, services provided
and functions performed by, al State agencies (including agencies which provide public
assistance) which affect or which potentially affect the ability of persons with
developmental disabilities to achieve the goals of independence, productivity, and integration
into the community, including persons with developmental disabilities attributable to

physical impairment, mental impairment, or a combination of physical and mental
impairments.

Each State Planning Council shall conduct a review and analysis of the effectiveness of, and
consumer satisfaction with, the functions performed by, and services provided or paid for from
Federal and State funds by each of the State agencies (including agencies providing public
assistance) responsible for performing functions for, and providing services to, all persons with
developmental disabilities in the State. Such review and analysis shall be based upon a
survey of a representative sample of persons with developmental disabilities receiving
services from each such agency, and if appropriate, shall include their families.

Each State Planning Council shall convene public forums, after the provision of notice within
the State, in order to —

"(A) present the findings of the review and analyses prepared under paragraphs (1) and (2);



"(4)
"(A)
"(B)

")

"SECTION 124

"(a)

") @D
"(2)
"3

"(B)

"(©)

obtain comments from all interested persons in the State regarding the unserved and
underserved populations of persons with developmental disabilities which result from
physical impairment, mental impairment, or a combination of physical and mental
impairments; and

obtain comments on any proposed recommendations concerning the removal of barriersto
service for persons with developmental disabilities and to connect such services to
existing State agencies by recommending the designation of one or more State agencies,
as appropriate, to be responsible for the provision and coordination of such services.

By January 1, 1990, each State Planning Council shall prepare and transmit to the Governor of
the State and the legislature of the State a fina written report concerning the review and
analyses conducted under paragraphs (1) and (2). The report shall contain recommendations by
the State Planning Council concerning—

the most appropriate agency or agencies of the State to be designated as responsible for
the provision and coordination of services for persons with developmental disabilities
who are traditionally underserved, such as persons with developmental disabilities
attributable to physical impairments, persons with developmental disabilities
attributable to dual mental impairments, and persons with developmental disabilities
attributable to a combination of physical and mental impairments, and such other
subpopulations of persons with developmental disabilities (including minorities) as
the State Planning Council may identify; and

the steps to be taken to include the data and recommendations obtained, through the
conduct of the review and analyses under paragraphs (1) and (2) in the State Planning
Council's ongoing advocacy, public policy, and model service demonstration activities.

By January 15, 1990, the Governor of each State shall submit to the Secretary a copy of the
report required by paragraph (4). By April 1, 1990, the Secretary shall transmit a summary of
such report to the appropriate committees of the Congress...."

State Planning Councils' Mandate

Each State which receives assistance under this part shall establish a State Planning Council
which will serve as an advocate for all persons with developmental disabilities.

The members of the State Planning Council of a State shall be appointed by the
Governor of the State from among the residents of that State.

The Governor of each State shall make appropriate provisions for the rotation of
membership on the State Planning Council.

Each State Planning Council shall at al times include in its membership
representatives of the principal State agencies (including the State agency that
administers funds provided under the Rehabilitation Act of 1973, the State agency that
administers funds provided under the Education of the Handicapped Act, the State
agency that administers funds provided under the Older Americans Act of 1965, and the
State agency that administers funds provided under title XIX of the Socia Security Act
for persons with developmental disabilities), higher education training facilities,
each university affiliated program or satellite center in the State, the State protection



"()

"(d)

"(4)

"(9)

@

"(2)

and advocacy system established under section 142, local agencies, and
nongovernmental agencies and private nonprofit groups concerned with services for
persons with developmental disabilities in that State.

At least one-half of the membership of each State Planning Council shall consist of
persons who -

"(A) are persons with developmental disabilities;
"(B) areparentsor guardians of such persons; or

"(C) areimmediate relatives or guardians of persons with mentally impairing
developmental disabilities, and who are not employees of a State agency
which receives funds or provides services under this part, who are not managing
employees (as defined in section 1126(b) of the Socia Security Act) of any other
entity which receives funds or provides services under this part, and who are
not persons with an ownership or control interest (within the meaning of section
1124(8)(3) of the Social Security Act) with respect to such an entity.

Of the members of the State Planning Council described in paragraph (4)—
"(A) at least one-third shall be individuals with developmental disabilities, and

"(B) (i) at least one-third shall be individuals described in subparagraph (C)
of paragraph (4), and

(i) at least one of such individuals shall be an immediate relative or
guardian of an institutionalized or previously institutionalized person
with a developmental disability

Each State Planning Council may prepare and approve a budget using amounts paid to
the State under this part to hire such staff and obtain the services of such professional,

technical, and clericd personnel consistent with State law as the State Planning
Council determines to be necessary to carry out is functions under this part.

The g&ff and other personnel of a State Planning Council, while working for the State
Planning Council, shall be responsible solely for assisting the State Planning Council in
carrying out its duties under this part and shall not be assigned duties by the designated
State agency or any other agency or office of the State.

Each State Planning Council shall—

"(2)

"(2)

"(3)

develop jointly with the State agency designated under section 122 (b)(1)(B) the State
plan required by this part including the specifications of Federal and State priority
area activities under section 122(b)(5)(D)(1);

monitor, review, and evaluate, not less often than annually, the implementation of such
State plan;

to the maximum extent feasible, review and comment on all State plans in the State
which relate to programs affecting persons with developmental disabilities; and



"(4)  submit to the Secretary, through the Governor, such periodic reports on its activities as
the Secretary may reasonably request, and keep such records and afford such access
thereto as the Secretary finds necessary to verify such reports.
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MEMBERS OF THE 1990 REPORT ADVISORY GROUP
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Michael Ref, Chair, New York Council

Kristen Rogge, Administration on Developmental Disabilities

Bobby Silverstein, Senate Subcommittee on Disability Policy

Steven Stanek, Planner, Wisconsin Council

Bruce Treichler, Planner, Washington Council

Colleen Wieck, Director, Minnesota Council

Ex-Officio Members

Lucy Biggs, Former Commissioner, Administration on Developmental Disabilities

Dan Boomer, Immediate Past President, NADDC

Carolyn Gray, Former Commissioner, Administration on Developmental Disabilities
Deborah McFadden, Commissioner, Administration on Developmental Disabilities
Katherine Raggio, President, NADDC

Robert Stovenour, Former Commissioner, Administration on Developmental Disabilities
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ADD-SUPPORTED TECHNICAL ASSISTANCE

The Administration on Developmental Disabilities leadership on the 1990 Report process included a
series of grants to the National Association of Developmental Disabilities Councils and related
support provided through the University Affiliated Programs. These resources were used for a wide
range of technical assistance activities that assisted the Developmental Disabilities Planning
Councils in their fulfillment of the requirements of the Developmental Disabilities Assistance and Bill
of Rights as amended by P.L. 100-146.

The Technical Assistance Activities

Individual Developmental Disabilities Planning Councils approached the National Association of
Developmental Disabilities Councils (NADDC) even prior to the enactment of P.L. 100-146 to outline
the need for technical assistance. An NADDC advisory committee on the 1990 report process was
appointed in October 1987, including State Planning Council members, executive directors and planners;
representatives of other national developmental disability organizations; and daff of the
Administration on Developmental Disabilities. The advisory committee recommended that NADDC
pursue funding from ADD to support technical assistance activities, to focus initially on the
development of common approaches to the consumer survey and the policy analysis activities. A list of
advisory committee membersisincluded in Appendix B.

The advisory committee's recommendations were adopted by the full NADDC membership in January
1988, including a statement regarding the major purposes of the 1990 Report:

D To present a measurement of the current levels of independence, productivity and integration
into the community of people with developmental disabilities

2 To compare the status of persons with developmental disabilities thus measured with persons
in the general population using socia indicators, census or other available national information

3 To analyze the service system's progress through a "report card" indicating past, present and
future public policy goals and accomplishments

4 To study the status of persons with developmental disabilities across their lifespan and across
disabilities

(5) To present federal and state policy recommendations

(6) To present, through best practice descriptions and personal vignettes, a vision of full
independence, productivity and integration for people with developmental disabilities,
comparable to the general population

Prior to receiving funding from the Administration on Developmental Disabilities (ADD), NADDC
received contributions from individual State Councils in fifteen states to initiate its technical
assistance activities. The focus of these efforts was on the preliminary development of common
methodological and analytical approaches that could be used by the Councils, reflecting their
consensus that the use of such frameworks would promote the development of analyses at the national
level. ADD supplemental grants to the University of Illinois at Chicago/UAP and the Temple
University UAP also provided support during the early phase of the technical assistance program.



Technical Assistance on the Consumer Survey

Temple University/UAP provided extensive technical assistance to the State and Territorial Councils,
beginning in the fdl of 1987 with the passage of P.L. 100-146. Much of this assistance was funded
through ADD's grant to NADDC, which in turn contracted with Temple for the work on the consumer
survey. These activities included development of the consumer survey instrument, design of the survey
methodol ogy, sample designs, development of consent and fidld procedures, interviewer training,
development of acommon data reduction package, custom-designed analysis of individual state data
files, and telephone consultation on survey implementation and analysis.

To address the challenges of the consumer survey requirement, NADDC and Temple convened a meeting
of senior researchers in the developmental disability field to provide recommendations on
methodology. The input of this design group, coupled with the recommendations of the advisory
committee and the research gaff at Temple University, produced guidelines that included the
regquirement for face-to-face interviews with consumers; the use of questions from the U.S. Census for
comparisons of people with developmental disabilities and the general public; the similar use of
guestions from a "quality of life" study and the Harris poll of people with disabilities; the use of
guestions related to consumer independence, productivity and community integration as well as
satisfaction with services; and the strong suggestion to the Councils that a minimum of 200 consumers be
interviewed per state.

The common survey instrument underwent over 30 revisions before its fina distribution in September
1988. The most important revisions occurred following Councils' review of the preliminary instrument.
Thirty-four states provided written critiques, including general consensus on the need for more emphasis
on consumer satisfaction with services and descriptions of consumer life styles, with less emphasis on
U.S. Census guestions that were designed for comparability to the general population.

The Councils received guidance from Temple and the design group regarding the survey methodol ogy.
In addition to the recommendation for face-to-face interviews, Councils also were advised that using
client lists of the state mental retardation/ developmental disabilities service agencies was not
recommended for identifying candidates for the consumer survey interviews. It was fdt that agency
lists in many states would be restricted to people with mental retardation; and that many agencies
would be unable to identify which service recipients meet the functional definition of developmental
disabilities.

The design group's primary recommendation for the sampling methodology was for the equal-N
approach: three groups of 100 each, divided by cognitive disability, physical disability, and
emotional/behavioral disability. Most Councils, however, preferred a proportional sampling
methodology, using proportions based on the estimated primary disability proportions within the
developmental disability population overall. Guidance on this approach was provided to the Councils
inTemple's Final draft: Rationale for design of national consumer survey process.

The debate on sampling strategies reflected the inherent challenge of the application of the
developmental disability definition. Because the functional definition is not a clear one, it is unknown
how many people in the United States have a "developmental disability” and very little is known
about their characteristics, including such basic questions as the actual proportion of people with
mental retardation. It is therefore theoretically impossible ever to determine whether any sample is
"representative” of the developmental disability population at large. Many sampling strategies are
acceptable in such a situation, and none can be shown to be "best". The ultimate consideration has been
to assure breadth of coverage, making sure that no subgroup is left out completely.

Councils also received guidance in consent procedures, protection of privacy, and field procedures for
identification and screening of participants, and for conducting of the interview itself. Temple



conducted four regional training sessions (Dallas, TX; Seattle, WA; Honolulu, HI; Philadelphia, PA) in
cooperation with NADDC in 1988, as well as a pilot training session in one of the pilot states and a
specialy scheduled session for one state that had been unable to attend any of the regional sessions,
Written information on procedures was provided to al Councils and their contractors.

Council analysis of the consumer survey data was facilitated by the use of a common data entry tool
developed by Temple and ultimately used by more than 40 states and territories. The forty-four which
submitted data disks to Temple received assistance in review of their data for completeness and format,
as well as a tabulation and analysis of results. Each was provided with a printout of its analysis
tailored to the sampling stratification used by the individual state or territory, including disability
group definitions, age groupings, and assignment of respondents with particular developmental
disability diagnoses. For example, analyses varied as to the designation of consumers with autism
between cognitive disability, physical disability, or emotional disability.

Throughout the consumer survey process, the Temple University/UAP national consumer survey team
provided telephone and written consultation to Councils and their contractors. Over 600 requests for
technical assistance were responded to. Although a few involved intensive consultation, many others
involved merely a simple response to a straightforward question, reflecting an impressive ability on
the part of the states and territories to learn and perform a complex task that they had never
previously undertaken.

Program and Policy Review

Suggested approaches to the review of federal and state programs also were developed and provided to
the councils. Extensive information on federal programs was collected at the national level to minimize
the data collection duplication of effort, as well as to highlight potential questions on state
implementation of federal programs. A series of "Technica Bulletins' was distributed to Councils,
including basic descriptions of relevant federal programs focused on their purpose, target population(s)
and dligibility requirements; tables on state-specific expenditures in key federal programs; information
on the numbers served in various federa programs and guidelines on possible ways to estimate the
proportion of service recipients who were people with developmental disabilities; and, for several
programs, some indicators of effectiveness in relation to operational measures of independence,
productivity, and integration. Information from the ADD-sponsored recurring datasets also was
highlighted. The annotated bibliography provided in Appendix D includes the materials provided to
the Councils.

The technical assistance activities also included the dissemination of various monographs to assist
Councilsin their approach to the requirements of P.L. 100-146. One monograph described a basic
approach to the kind of policy analysis appropriate to the purposes of the 1990 Report. Another
monograph, developed at NADDCs request by one of the mgjor national organizations advocating on
behalf of people whose developmental disabilities are primarily physical in nature, focused on the
technigues Councils could usein examining the questions of services and barriers to people with
developmental disabilities who are currently unserved or underserved. A third presented information
on the use of focus groups to dlicit input on critical issues affecting people with developmental
disabilities. Thefourth, known as The Source Book, provided Councils with a comprehensive "road
map" on the preparation of the 1990 reports themselves.

The involvement of the broader developmental disability community was central to the technical
assistance program. As noted above, representatives of various national organizations participated in
the NADDC advisory committee on the 1990 Report. These included the United Cerebral Palsy
Association, the Epilepsy Foundation, the Association for Retarded Citizens - U.S,, the American
Association of University Affiliated Programs, and the National Association of Protection and



Advocacy Systems. In addition Councils received summaries of focus groups on critical issues held a
the nationa level with representatives of these and other national advocacy organizations.

The technical assistance provided by NADDC to the Councils included a variety of workshops,
training sessions, and persona consultation. In addition NADDC prepared and disseminated a
comprehensive compilation of the individua 1990 reports, as well as a compilation of the aggregate
findings of the consumer survey. These materials will be useful to the Councils as they address the
implementation of their respective 1990 report recommendations in the years to come.



APPENDIX D

INFORMATION RESOURCES USED BY THE STATE COUNCILS



INFORMATION RESOURCES USED BY THE STATE COUNCILS

The following references include the major sources cited by the Developmental Disabilities Planning
Councils of the states and territories in their individual 1990 reports. Also included are sources used to
prepare the summary 1990 report to Congress, | ndependence, Productivity and Integration, and the
summary of state consumer surveys prepared by Temple University/UAP (Report on the 1990 National
Consumer Survey: Fourth Draft).

Braddock, D., Hemp, R., Fujiura, G., Bachelder, L., and Mitchell, D. (1990). The State of the States in
Developmental Disabilities. Baltimore: Paul H. Brookes Publishing Company.

This report was prepared by the University Affiliated Program in Developmental
Disabilities, Institute for the Study of Developmental Disabilities, School of Public
Health, University of Illinois at Chicago. It was previously available under the title
Public Expenditures for Mental Retardation in the United States (3rd edition). This
third national study and in-depth compilation provides data on programs affecting
people with mental retardation and other developmental disabilities. The data,
covering over tenyears of program funding, focus on public monies spent on community
and institutional services. This third and latest edition of the study contains new and
additional information on non-residential community services, nursing home care, and
other community services. The expanded data collection was spurred on by several new
policy initiatives in the fidd adopted by the 99th and 100th Congresses: early
intervention services (P.L. 99-457), supported employment (P.L. 99-506), inappropriate
placement of people with mental retardation and related conditions in nursing homes
(P. L. 100-203), and the 1987 amendments to the Developmental Disabilities Assistance
and Bill of Rights Act (P.L. 100-146) which set new priorities in family support
services and services to older persons with developmental disabilities.

Gollay, E. (1981). Operational Definition of Developmental Disabilities. Santa Fe: Gollayand
Associates.

An analysis of the application of the federal definition of developmental disabilities
contained in the Developmental Disabilities Assistance and Bill of Rights Act as
amended by P.L. 95-602; used in the devel opment of recommendations for consumer
survey sample design prepared and distributed to State Councils by Temple
University/UAP.

Jaskulski, T., Metzler, C, and Zierman, S. (1990). Forging aNew Era The 1990 Reports on People with
Developmental Disabilities. Washington: National Association of Developmental Disabilities

Councils.

This compilation of the individual State Planning Council reports summarizes over
7,000 items abstracted from the reports. It is organized by life area/primary focus as
well as by type of item (consumer or family quotation, example of program
accomplishments, critical issue or barrier, and recommendation). The compilation aso
includes a summarized statement of the vision for people with developmental
disabilities and highlights from the summary of state consumer surveys in each life
area, as well as a discussion of the implications of the State Council findings in relation
to federal and state policies.



Kiernan, W., McGaughey, M., Schalock, R., and Rowland, S. (1988). Employment Survey for Adults
with Developmental Disabilities: A National Survey. Boston: Training and Research Institute for
Adults with Disabilities, Children's Hospital.

This report of a national study conducted in 1988 of vocational service providers
documents changes in the job placement patterns and employment outcomes of adults
with developmental disabilities. 1t expands on a 1986 survey of more than 3,137
agencies, organizations and facilities providing vocational services by collecting
additional data on facility and environmental characteristics, staffing patterns,
follow-up services, and degree of integration into the community workplace. Thereport
also describes placement of individuals with developmental disabilities into sheltered
employment, transitional training/employment, supported employment, and
competitive employment.

Lakin, K., Jaskulski, T., Hill, B., Bruininks, R., Menke, M., White, C, and Wright, E. (1989). Medicaid
Services for Persons with Mental Retardation and Related Conditions. Minneapolis. University of
Minnesota, Institute on Community Integration.

This report summarizes an analysis funded by the Health Care Financing
Administration to examine policy related trends and projections in the use of various
Medicaid-funded services for persons with mental retardation, and to some extent,
related conditions, and to identify factors influencing these trends nationally and in the
various states. Three sets of research activities are summarized: analyses of various
longitudinal data bases on residential services for people with mental retardation; a
survey of al state mental retardation/developmental disabilities agencies regarding
current and projected residential services policy and program utilization; and in-depth
case studies of ten individual states covering a broad ranges of issues related to
residential and related services for people with mental retardation and related
conditions.

National Association of Developmental Disabilities Councils (1988, 1989).

The National Association of Developmental Disahilities Councils (NADDC), Washington, DC,
published a series of four monographs and 21 "Technical Bulletins' during 1988 and 1989 to assist the
Developmental Disabilities Planning Councils in meeting the requirements of P.L. 100-146:

NADDC (1989). Monograph Number 1: How to Plan and Conduct Focus Groups, January 25,
1989.

A practical step by step guide to forming and managing focus groups, a suggested
technique for obtaining input on issues of concern to awide range of peoplewith
developmental disabilities.

Knapp, S. (1989). Monograph Number 2: Using Datain Public Policy Analysis, March 21, 1989.

A guide to using both quantitative and qualitative data in reviewing and analyzing
publicly supported programs. The monograph includes definitions and principles of
various forms of data, references to data sources, and guidance on how to interpret and
use such information in program and policy analysis.



Vocational rehabilitation: Used in Council reports to refer to a variety of programs designed to assist
people with developmental and other disabilities to prepare for and obtain employment, through

short-term publicly supported training, amelioration of disabling conditions, and assistance in job
placement.

Work incentive programs: Programs such as the Section 1619 component of the SS program which eases
the transition to economic self-sufficiency by maintaining cash benefits and Medicaid eligibility for
people with disabilities who become employed while receiving federal S3 payments.



Supported employment: Competitive employment of people with severe disabilities who receive
assistance in learning and maintaining job performance in worksites with non-disabled co-workers.
Supports may include technological aids as well as personal assistance and "coaching”. Individuals
may work at less than full time levels, so long as wages are on the same basis as for non-disabled
workers and thereis interaction with non-disabled co-workers and supervisors. In some Council reports
refers in particular to supported employment that is at least partially supported through grant
programs administered by the Department of Education, Office of Specia Education and

Rehabilitation Services. (Also see Chapter V for the definition of supported employment in the
Developmental Disabilities Assistance and Bill of Rights Act.)

Supported housing/supported living: Assistance to individuals with developmental disabilities to
live in their own home, without 24-hour "supervision." Supports may include personal assistance
services and help with independent and community living skills, or in some cases a live-in

friend /advocate. Similar to programs referred to in a few reports as "semi-independent” living.

Supports: Assistance to individuals with developmental disabilities or to family members and other
caregivers with the purpose of enabling the person with a disability to reach maximum independence,
productivity and community integration. Distinguished in some State Council reports from services
because of its emphasis on people's abilities and strengths rather than on their disability, as well as
because supports can often be provided effectively outside the formal "service system,” i.e., by friends,

neighbors, co-workers, etc.

Supports to individuals cover a wide array of assistance across the life areas, including service

coordination assistance, personal assistance services, individual therapies, assistive devices and other
technology aids, transportation, advocacy and legal assistance, and social/leisure activities. Supports
are referenced in the reports across dl the life areas, as reflected in the terms "supported employment"

and "supported living."

Supports to families or family supports tend to focus primarily on families with a child who has a
developmental disability or in some cases on those who have continued as caregivers even though their
family member has reached adulthood. Family supports referenced in the Council reports typically
include respite services, service coordination assistance, child care, parent training, peer support, and,
in some states, cash assistance or vouchers.

Supports to communities refer to the promotion of "circles of friends' and other efforts, such as public
education, designed to enhance community members' abilities to support and interact with people with
developmental disabilities.

Technology: See "adaptive equipment/assistive devices."

Transition: The movement from one program phase to another, especially age-related changes such as
from pre-school to elementary education, from secondary education to employment and adult services,
and from productive activity to retirement. The most frequent references in the State Council reports
were to the transition from school to adulthood, in particular the preparation for employment.

Transition plan: Referenced by several Councils regarding the need for specific objectives and strategies
to improve students' transition from school to employment or other adult activity.

University Affiliated Programs (UAP): Federally funded university-based centers found in nearly all
states that provide research and personnel preparation in the developmental disabilities field.



Residential services: Used in the State Council reports to refer to many different types of housing and
housing supports that are considered part of the service system for people with developmental
disabilities, such as "group homes'. Most commonly refers to residences in the community rather than
to large state institutions. May include supports to individualsin their own homes. (Also see
"supported housing.")

Respite carelrespite services. Short-term relief for family members and other caregivers from
responsibility for the individual with developmental disability. Frequently available for only a few
hours or days, commonly as acentral component of state "family support” programs. May be provided
outside the home in some states. Also refersin some Council reports to relief for the person with a
disability from his or her caregivers.

Section 8: Various types of low income rental subsidy provided through programs administered
federally by the Department of Housing and Urban Development, and designed to improve low income
peoplée's access to rental housing by providing additional resources for rental payments.

Segregation: Asused in the State Council reports, refers to the lack of interaction between persons with
developmental disabilities and those without disabilities, as well as to their physical separation.
Found in the Council reports in relation to the various life areas, especialy regarding education, such
asthe use of separate schools and classrooms; in housing, in particular the use of nursing homes and
other institutions; and in employment, regarding employment in sheltered workshops rather than
community or competitive employment.

Sdf advocacy: Efforts of individuals with developmental disabilities to exercise their civil rights,
their control over their lives, and to make choices. (Also see "empowerment.")

Sheltered workshop/sheltered employment: Primarily refers to facility-based programs which
employ persons with disabilities in non-competitive conditions, typically with special certification to
pay sub-minimum wages. May include preparation for non-sheltered or competitive employment for
some individuals.

1619 program: See "work incentives."

Specialized services: Programs targeted specifically to people with developmental and other
disabilities, such as specia education and the ICF/MR program, as distinguished from "generic"
services.

Summary of state consumer surveys: The survey of over 15,000 individuals with developmental
disabilities undertaken by the Developmental Disabilities Planning Councils to meet the requirements
of P.L. 100-146 for the 1990 report; specifically, the aggregate national data from the states which used
a common survey instrument and whose findings were available in time to be included in the initia
national compilation as used in the summary Report to Congress, representing data from 13,075
consumers. Referred to in the developmental disabilities network as the National Consumer Survey.

Supervised home/apartment: See "group homes."



Mental retardation/developmental disabilities (MR/DD): Used in some reports in reference to the
state agency with administrative responsibility for services to people with mental retardation and
other developmental disabilities, or, in a few cases, to programs and services targeted to this
population.

National Association of Developmental Disabilities Councils (NADDC): The national organization
representing the individual Developmental Disabilities Planning Councils of the states and territories.

National Consumer Survey: See"summary of state consumer surveys."

People First: an organization of people with disabilities, primarily mental retardation, formed to
advocate on their own behalf in relation to independence, productivity, integration, and quality of life.
(See dso "self-advocacy”.) Also used in connection with "people first" language to describe
preferred/non-stigmatizing terminology such as "people with developmental disabilities" rather than
"the developmentally disabled".

Permanency planning: The delineation of objectives and strategies to ensure that children in foster care
are supported in becoming part of a permanent family home, either through return to their families or
by joining a substitute family on along term basis. Occasionally used to refer to long range planning for
adults with disabilities.

Personal assistance services. Services and supports which assist individuals to manage their activities
of daily living, such as bathing, dressing, and eating. May include assistance with community living
such as shopping and banking. Also referred to in some reports as "personal care," or "attendant care"
and occasionally extended to include assistance in the workplace.

Prevention: Activities designed to reduce or prevent the incidence of developmental disabilities, such
as reduction or treatment of drug abuse among women of child bearing age and improved access to
prenatal care. Also used in some Council reportsin relation to preventive health measures in general.

Productivity: Defined broadly as engagement in activity that in some way contributes to the welfare or
betterment of sdf, relatives, friends, or the community at large, as well as more specifically to income-
producing employment. (See Chapter | and Appendix A for the definition of productivity in the
Developmental Disabilities Assistance and Bill of Rights Act.)

Protection and Advocacy (P & A): Advocacy and legal assistance provided by designated state and
territorial P & A units, primarily the pursuit of legal, administrative and other appropriate remedies
to protect the rights afforded under federal and state statutes. Advocacy services in many Council
reports also refer to consumer and parent training in advocacy and exercise of individual rights as well
as other non-legal advocacy activities outside the forma P & A system.

Quality assurance: The system of setting and maintaining standards for the provision of services.
Quality assurance activities referenced in the State Council reports include establishment of standards
and regulations, licensure and certification, and program monitoring.

Related services: Any developmental, corrective or other supportive services which assist a person
with a developmental or other disability to benefit more fully from services to which they are entitled
or eligible. Used most frequently in relation to special education because of provisions of P.L. 94-142
that require inclusion of essential related services in students' |EPs and authorize the use of specia
education funding for related services so designated, for example, physical therapy for students with
mobility impairment.



Information and referral: A systematic collection of information about programs and services that is
made easily accessible to those in need of services, including information and in some cases assistancein
referral to the program(s) in question.

Institutionalization: As used in the State Council reports, generally refers to placement or residencein
large facilities such as state institutions, but also commonly used to refer to residence in any 24-hour
facility with 16 or more residents. Used by some to refer to residence in ICF/MR facilities of any size.

Integration: Most frequently used to describe meaningful interaction between people with disabilities
and those without disabilities, as opposed to just physical proximity. Report references include all
aspects of living, including schools, community living, working and social/leisure activities. (Also see
Chapter | and Appendix A for the definition in the Developmental Disabilities Assistance and Bill of
Rights Act.)

Intermediate Care Facility for the Mentally Retarded and Related Conditions (ICF/MR): An optional
component of the Medicaid program that permits Medicaid funding to be used for 24-hour care facilities
that serve a minimum of four people with mental retardation and "related conditions,” such as cerebral
palsy but excluding mental illness, and that meet conditions specified in federal regulation, such as the
requirements for active treatment discussed above. Residents of ICF/MR facilities must meet state
determined Medicaid eligibility requirements as well as federal eligibility criteria, such as the need
for 24-hour care and for active treatment. Most commonly referred to in the state reports in relation to
state institutions and, in some states, ICF/MR certified facilities in the community.

"Katie Beckett" Waiver: See "Home and Community Based Services Waiver."

Least restrictive environment: The setting in life areas such as education, employment and housing that
promotes interaction to the maximum extent possible between people with disabilities and those who
are without disabilities and that is least restrictive of the person's personal liberty and independence.
Used in particular in relation to provisions of P.L. 94-142 regarding the use of non-segregated
educational settings such as regular classrooms or combined use of regular classrooms and "resource
rooms' in the neighborhood school that are attended by children in the area who do not have a
disability.

Low incidence disability: Various syndromes and conditions that produce developmental disabilities
that occur much less frequently than more common disabilities such as mental retardation; also refersin
a few reports to rare causes of mental retardation and other developmental disabilities.

Mainstreaming: Integration of people with developmental and other disabilities into full community
participation, with particular emphasis on access to the same schools, employment opportunities,
housing, health care, recreational activities, and other community services used by people without
disabilities.

Medicaid reform: Various proposed changes to the Medicaid program, primarily to expand
opportunities to finance community-based supports to individuals with developmental disabilities and
their families, and to shift the current emphasis in Medicaid expenditures away from institutions and
facilities. Asdiscussed in the State Council reports, also may include expanded eligibility,
particularly in relation to family income and resources; and/or various federal mandates regarding
services to be covered by the states. May refer to specific Medicaid reform proposals before the
Congress or to reforms in general.

Model Waiver: See "Home and Community Based Services Waiver."



Handicap: Characteristic that limits a person's ability for full independence, productivity and
integration unless mitigated by supports. Generally considered less preferable as a term than
"disability."

Handicappen Term used in the Michigan State Planning Council report for people with a disability.

Home and Community Based Services (HCB) Waiver: Optional Medicaid waiver program that
permits states to use Medicaid funds to provide approved services to people in the community who
would otherwise be institutionalized at Medicaid expense, so long as total costs to the Medicaid
program are not increased. Specific definitions of covered services and eligible populations vary among
the participating states. One form of the HCB waiver, the Model waiver, includes the same kinds of
provisions but is specificaly targeted to people who would otherwise be eligible only if they were
hospitalized or in a Medicaid funded institution. Because this waiver is frequently used to permit
Medicaid coverage of home care for children with serious medical care needs who would otherwise be
hospitalized, and because it replaced the case-by-case waivers known as "Katie Beckett" waivers,
some reports continue to refer to Model waivers as Katie Beckett waivers. A related Section
1915(c)(7)(b) waiver was authorized as part of the Omnibus Budget Reconciliation Act of 1987 in
relation to nursing home reform, to permit Medicaid coverage of home and community-based services to
people with developmental disabilities who were formerly in nursing homes.

Income assistance/income supports: Primarily used to refer to government funded payments such as
Supplemental Security Income (SSl), Social Security Disability Insurance (SSDI), Aid to Families of
Dependent Children (AFDC), State Supplementary Payments, Food Stamps, and other income
assistance provided by stateand local governments. In afew Council reports it may include payments to
individuals or, more commonly, to family members as a form of family support.

Independence: As used most commonly in the State Council reports, refers primarily to the exercise by
the individuals with developmental disabilities of choice and control over their lives in such areas as
living arrangements, employment, finances, and socid life. (See Chapter | of the report and Appendix
A for the definition in the Developmental Disabilities Assistance and Bill of Rights Act.)

Independent case management: Case management that is administered and provided by an agency,
public or private, that is not directly involved in the provision of other relevant services and supports.

Independent living: Maximum control and independence for the person with a developmental or other
disability. Sometimes associated with Centers for Independent Living, programs that receive federal
and state funds to promote independent living in particular for people with severe disabilities.

Individual Education Program (IEP): The written report that details the special education and any
needed related services, e.g., speech and language therapy, to be provided to students with disabilities
under provisions of The Education of the Handicapped Act (PX. 94-142, as amended). Also found in the
reports as "Individual Education Plan."

Individual Family Services Plan (IFSP): The written plan of services and family supports for children
with or at risk of developmental and other kinds of disabilities ages O to three and their families that
will be required with full implementation of Part H of The Education of the Handicapped Act, as
amended by P.L. 99-457.

Infant stimulation: Activities such as physical exercise and sensory stimulation with young infants
who are suspected of having developmental disability or developmental delay that are designed to
mitigate the effects of these disabilities.



Dual diagnosis: As used in the State Council reports and generally in the developmental disabilities
field, refers to the presence of mental illness and (another) developmental disability, such as mental
retardation or severe hearing impairment; regarding a diagnosis of both mental illness and mental
retardation, "dual diagnosis' is analogous to the term "dual mental impairment” in P.L. 100-146
regarding the 1990 report requirements.

Early intervention: Interaction with infants and very young children to minimize the effects of a
developmental disability; may include training of parents and other caregivers as well as direct
intervention with the child. (See aso "infant stimulation.”) Also used in some State Council reports in
relation to health care in general, such as screening and primary care supported through the Medicaid
Early Prevention, Screening, Diagnostic and Treatment program, Maternal and Child Health programs,
and Children with Specia Health Care Needs programs.

Earned income: Income from employment or the proceeds from self-employment, as distinct from
"unearned income" from income support programs such as Supplemental Security Income (S3) or income
from investments.

Empowerment: Promotion of independence and exercise of individual choice; control over one's life.
May aso refer to the process of supporting people with developmental disabilities (or in some cases
family members) inincreasing their independence and control, for example, by providing vouchers so
people can choose which services and supports they will use.

Family supports: See "supports.”

Foster home/foster care: Generally used in reference to substitute families for children whose "natural"
families are unable to care for them on either a short term or long term basis, usually administered
through the public child welfare system. Occasionally used in reference to adults (see "board and care"
above).

Follow along services. A less intensive form of case management that provides intermittent follow up
with people who no longer need assistance on a frequent basis.

Functional curriculum: Curriculum, primarily in reference to special education students, that focuses on
preparation for adult roles and responsibilities and that bases education on "real life" experiences and
expectations.

Generic services: Services and supports that are not specificaly targeted to people with disabilities,
such as public transportation, most low income housing supports, and programs for peoplewho are
elderly.

Group homes: Residences of various sizes for people with developmental and other disabilities,
generally located in the community (as opposed to being on institution grounds) and typically providing
extensive support and supervision. Group homes may be apartments as well as houses; gaff may live in
the home or be present on a "shift" basis, and are generally responsible for helping the residents to
increase or maintain community living skills. Group home gaff also may be responsible for health
related services for residents who require medical assistance on aregular basis. Group homes are known
by many different terms in the various states, including "supervised homes,” "community living
arrangements,” and "shelter care." Some states also have group homes that are certified as ICF/MR
facilities.

Habilitation: Supports and services designed to promote greater independence and productivity, such
as «df care, social and community living skills.



Case management/case coordination: Support services to individuals with developmental disabilities,
families or other caregivers that assist them in obtaining and coordinating needed services and
supports. Typical activities include assessment of individual needs, facilitation of referrals and
enrollment in programs, and ongoing monitoring to assure that needs arebeing met. In some states,
emphasis is on case management that focuses more on facilitation and advocacy than on gatekeeping
and control of access to resources. Terms such as "coordination assistance” are used in a few State Council
reports as an alternative to "case management” which may be seen by some consumers and othersin the
developmental disabilities field as patronizing. (Also see "follow along services' and "independent
case management.")

Circle of friends/Circles of support: A network of friends, neighbors and paid helpers who provide
friendship and support to individuals with developmental disabilities, primarily on an informal
basis, to promote their maximum success in reaching full levels of independence, productivity and
community participation.

Community employment: See "competitive employment.”

Community living training: Training in skills needed to live and participate in the community, such as
use of transportation, shopping, and maintaining a household. Sometimes referred to as independent
living skills, as well as being related to supported housing (see below).

Competitive employment: Jobsin regular places of employment as opposed to "sheltered" employment
specificaly for people with disabilities, including wages, salaries and benefits at the same leve as
people without disabilities and in the same work area. May include the provision of support(s) that
enable the person with a developmental disability to succeed in the position (see "supported
employment").

Consumer; The individual with a developmental disability.
Consumer survey: See "summary of state consumer surveys."

Continuum: An approach to the organization of services based on the consumer's progression through a
sequence of environments, from the most restrictive to the least restrictive, presumably based on the
individual's "readiness" to move on to the next level; most commonly associated with residential
programs. This approach is challenged in some Planning Council reports as not providing sufficient
opportunity and choice to individuals with developmental disabilities.

Council: See Developmental Disabilities Planning Council.

Crisisintervention: Services provided as a response to specific situations or problems encountered by
individuals with developmental disabilities that threaten their well-being or place them in jeopardy
of institutionalization.

Developmental Disabilities Planning Council: The Council appointed by the governor of each state and
territory (with the exception of the Pacific Trust Territory) to advocate on behaf of people with
developmental disabilities and to develop plans to meet their needs. (See Chapter | of the report and
Appendix A for additional information on the function and composition of the State Planning Councils.)

Developmental disability: Condition expected to be of lifelong duration which results in substantial
functional limitations in three or more areas and which originates in childhood (i.e., before age 22).
(See Chapter | of the report and Appendix A for the federal statutory definition.)



GLOSSARY

Accessibility: The policy of making available to persons with disabilities the full range of life
experiences and services available to persons without disabilities. Asused in the State Council reports,
accessibility frequently includes physical modifications of the environment, such as a wheelchair ramp
or lift, and/or adaptive equipment and assistive devices used by the individual to increase access, such
as a computerized communication device. In some cases accessibility includes the availability of
transportation and other supports which increase access, such as interpreters for people with hearing
impairment. Accessibility is relevant across the full range of life areas, with particular emphasis on
full community participation and integration, e.g., accessible polling places, schools, and worksites.

Active treatment: A component of federal requirements for participation in the Medicaid Intermediate
Care Facilities for the Mentally Retarded (ICF/MR) program, including individual "plans of care"
that set forth measurable goals and desired outcomes and the interventions designed to meet these
individual goals; evidence that the plan is being followed, including access to appropriate
professional gt&ff; and a minimum of annual reevaluations of progress and the continuing
appropriateness of the plan of care.

Adult day services: Used variously by states to describe facility-based programs for adults who are no
longer eligible for public school programs, most commonly referring to training in socia, self-care,
communication, and daily living skills, and, in some cases, preparation for vocational training. Also
known by such terms as adult activity, adult day care, adult day treatment, and adult day habilitation
training. In afew states adult day care may include regular in-home care as well as facility-based
programs.

Adaptive equipment/assistive devices: Equipment and devices designed to support individuals with
developmental disabilities in their activities, such as communication devices, computers that "read"
printed materials out loud, wheelchairs and other mobility aids, vehicle adaptations, etc. Frequently
referred to as "technology,” reflecting the increased application of technology in this area.

Adult foster care: See "board and care homes."

Augmentive communication devices: Devices specifically designed to enhance people's ability to
communicate; may also be referred to as "augmentative" devices.

Aversive therapy: Very controversial form of "behavior management” (see below) that tries to reduce
or eliminate undesirable or dangerous behavior patterns through negative reinforcement, such as
electric shock or pinches. Also known as "aversives."

Behavior management: Assistance in the reduction or elimination of behaviors that are considered
either socially inappropriate or unsafe, primarily by teaching and reinforcing alternate behaviors.

Behavior management training: Generaly refers to training provided to parents and other caregivers
to help them in their behavior management activities.

Board and care homes: A residence providing basic care and supervision to adults with disabilities and
people who are elderly, usually on a for-profit basis. May also be referred to as adult foster care.

Caregiver: The family member or other person who has primary responsibility for seeing to it that the
needs of the person with a developmental disability are met.



Temple University/UAF (1988c). Taxonomy of Services.
Definitions of the 95 services included in the standardized survey instrument.
Temple University/UAP (1988d). Use of the National Consumer Survey for Children.

A description of special survey procedures and interpretations for consumers who were
children.

Temple University/UAP (1988e). Surveyor's Guide.
A genera introduction to the consumer survey methodology for new surveyors.

Temple University/UAP (19880- National Consumer Survey Notes, September 16,1988: On
the Meaning of the Seven Major Life Areas.

A detailed analysis of how the concepts of "substantial" in the seven major functional
areas specified in the definition of developmental disabilities in the Developmental
Disabilities Assistance and Bill of Rights Act have been interpreted by various
authorities.

Temple University/UAP (1988g). Final Survey Instrument: A National Survey of Consumers of
Services for Individuals with Developmental Disabilities.

The standardized survey instrument used by al but five State Devel opmental
Disabilities Councils.

Temple University/UAP (1990). Report on the 1990 National Consumer Survey (Fourth Draft).

Dréft report on the summary of state consumer surveys prepared for the National
Association of Developmental Disabilities Councils, summarizing design of the survey
instrument used by all but five of the State Developmental Disabilities Councils, data
analysis performed at the national level, and summary findings, based on the 13,075
surveys conducted nationwide available for analysis at this time (May 4, 1990).

White, C, Lakin, K., Hill, B., Wright, E. and Bruininks, R. (1988). Persons with Mental Retardation in
State-Operated Residential Facilities. Year Ending June 30, 1987, with Longitudinal Trends from 1950
to 1987 (Report Number 26). Minneapolis. University of Minnesota, Department of Educational
Psychology.

This report presents extensive data on people with mental retardation in state-
operated facilities in the United States. It includes data from recurring surveys
conducted by the Center for Residential and Community Services (now the Center on
Community Integration) since 1978 and a comparison of profiles from a variety of
studies from 1950 to 1987.



Smith, G., Katz, R,, and Gettings, R. Medicaid Home and Community-Based Services for Persons with
Developmental Disabilities: The Home and Community-Based Waiver Experience (1989).
Alexandria: National Association of State Mental Retardation Program Directors, Inc.

This report reviews in detail the turbulent eight year history of the home and
community-based waiver (HCB) program asit is used to provide services to individuals
with developmental disabilities. It examines the program in terms of its statutory
base, the manner in which it is administered by the Health Care Financing
Administration, the scope of the HCB programs in operation in the states, and the
effects the program has had on the deployment of federal Medicaid dollars on behalf
of Americans with developmental disabilities. A thorough analysis of federal and
state policy issues that affect the program aso is included, as well as a discussion of

the implications for "Medicaid reform."

Smull, M. (1988). Survey of 15 Year Old Special Education Studentsin Maryland. Baltimore:
University of Maryland (unpublished manuscript).

A report on the examination of the characteristics of special education students of the
state of Maryland in relation to estimates of the prevalence of developmental
disabilities and definitions of substantial limitation relevant to the federal definition
of developmental disabilities.

Taylor, H., Kagay, M., and Leichenko, S. (1986). Bringing Disabled Americansinto the Mainstream: A
Nationwide Survey of 1,000 Disabled Persons. New York: LouisHarrisand Associates, Inc.

A report of a Harris poll of people with disabilities on their self-perception of level of
disability and their participation in life activities, as well as their opinions on
disability related issues.

Temple University/UAP (1988, 1990).

In addition to the Technical Bulletin (NADDC/Temple University, 1989) listed above, the Research
and Quality Assurance Group at the Temple University Developmental Disabilities Center/UAP,
Philadelphia, Pennsylvania, published several resources to assist the State Developmental
Disahilities Councilsin consumer survey sample design, use of the standardized consumer survey
instrument developed by Temple, and protection of confidentiality and other rights of consumers. These
materials were disseminated to al Developmental Disabilities Planning Councils of the states and
territories.

Temple University/UAP (19883). Second Draft* Rationale for Design of National Consumer
Survey Process.

Recommendations provided to State Developmental Disabilities Councils on consumer
survey methodology and sample design through national conferences and dissemination
of written materials.

Temple University/UAP (1988b). Final Draft: Rationale for Design of National Consumer
Survey Process.

Revised recommendations provided to State Developmental Disabilities Councils to
incorporate changes to the standardized consumer survey instrument made following
extensive reviews by the State Councils on their goals for the consumer survey and
related implications for the survey methodology.



Knapp, S. (1989). Technical Bulletin Number 11: Vocational Rehabilitation Programs and
Other Employment-related Programs Data Sets, April 17, 1989.

Data and explanatory information on three federally assisted programs related to
employment for people with disabilities: vocational rehabilitation, Section 1619 of
the Socia Security Act, and the Job Training Partnership Act.

NADDC (1989). Technical BulletinsNumbers 12 and 12A: Descriptions: Eligibility, Program
Purpose, and State Discretion in Priority Federally Assisted Programs (Group 2), (Group 2A),
n.d.

Descriptions of over 25 federally assisted programs of interest to people with
developmental disabilities, including Section 1619 work incentives program, foster
care. Medicare, transportation, and low income rental assistance.

Jaskulski, T. (1989). Technical Bulletin Number 13: Social ServicesBlock Grant Data Charts
and Accompanying Notes.

Jaskulski, T. (1989). Technical Bulletin Number 14: Maternal and Child Health Block Grant
Data Sets and Accompanying Notes.

Jaskulski, T. (1989). Technical Bulletin Number 15: Head Start Program Data Sets.

Jaskulski, T. (1989). Technical Bulletin Number 16: Independent Living Program Part A Data
Set.

Jaskulski, T. (1989). Technical Bulletin Number 17: Selected Programs Data Sets.

Jaskulski, T. (1989). Technical Bulletin Number 18: Alcohol, Drug and Mental Health
Administration Data Sets.

Jaskulski, T. (1989). Technical Bulletin Number 19: Supplemental Security Income and State
Supplement Data Sets.

National (state-specific) data on expenditures and utilization of various programs,
with suggestions on follow-up analysis that could be done at the state level.

Jaskulski, T. (1989). Technical Bulletin Number 20: Additional Information Received since the
Sourcebook, November 21, 1989.

Provides 1988 data on state income levels, highlights from the 1989 Census Bureau
Populations Profiles of the United States, and state population trends and projections.
Also included is updated information on the Medicaid Home and Community Based
Services waiver.

Temple University Developmental Disabilities Center/UAP Research and Quality Assurance
Group (1989). Technical Bulletin Number 21: Making the Best Use of Consumer Survey Data,
October 24, 1989.

Guidance to Councils in the interpretation and presentation of data from their consumer
surveys, including the types of questions that can be used to move beyond the statistics
and relate the findings to the other components of the 1990 report analysis.



NADDC (1989). Technical Bulletin Number 4: Report on the National Organization Focus
Groups on Education, Individual and Family Supports, Employment Income, and
Housing/Residential, January 23, 1989.

Results of focus groups convened to identify critical issuesin field. Participants from
major disability organizations provided input on what they considered to be critical
issues and then explored what the associated problems, preferred practices and future
resolutions might be.

Jaskulski, T. (1989). Technical Bulletin Number 5: Medicaid—Expanded Program Descriptions,
January 25, 1989.

Detailed descriptions of the basic Medical Assistance (Medicaid) program as well as
individual components: Medical Optiona Services, the Early Periodic Screening,
Diagnosis and Treatment program, the program for Intermediate Care Facilities for the
Mentally Retarded and Persons with Related Conditions, the Home and Community-
Based Care Services Waiver, and the Model Waiver, highlighting options at state
discretion as well as federa requirements.

Jaskulski, T. (1989). Technical Bulletin Number 6: Medicaid Dataand Accompanying Notes,
January 25, 1989.

Detailed charts of selected Medicaid expenditures by program, per capita
expenditures, eligibility, utilization, optional services available per state, and
related information on state economic indicators and disability rates, accompanied by
explanatory notes on how such information can be used by individual Councils.

Jaskulski, T. and Metzler,C. (1989). Technical Bulletin Number 7: Key Elements of the 1990
Reports at the State Level and Selected State Processes and Formats, January 25, 1989.

Suggestions regarding approaches to the reportsin relation to the key issues of scope,
availability, and effectiveness, in relation to the life areas.

Ames-Zierman, S. and Jaskulski, T. (1989). Technical Bulletin Number 8: Working Outline of
State 1990 Reports Table of Contents and Explanatory Information, March 17, 1989.

Discussion of possible organization of state 1990 reports, areas to be covered.

Barr, V. and Jaskulski, T. (1989). Technical Bulletin Number 9: Education Data Charts and
Accompanying Notes (Group 1), March 27, 1939.

Barr,V. (1989). Technical Bulletin Number 10: Education Data Charts and Accompanying
Notes (Group 2), April 17, 1989.

National (state-specific) data on special education, including numbers of children
served, use of various educational settings, expenditures, and state mandates for upper
and lower age limits, with accompanying notes on how these data might be used by the
states.



NADDC (1989). Monograph Number 3: The Sourcebook for Developmental Disabilities
Councils' 1990 Reports.

The Sourcebook provides comprehensive suggestions and models of data presentation for
the 1990 reports in relation to the life areas (i.e., education, employment, housing, etc.)
as well as additional facts and references. Each chapter examines the major barriers to
independence, productivity and community integration suggested by preliminary
analysis and discussions with national organizations on disability, as well as
suggestions for complementary examinations and analysis at the state level.

NADDC (1989). Monograph Number 4: Report on the UCPA Forum, September 25, 1939.

This monograph summarizes proceedings at a forum convened by the United Cerebral
Palsy Association at NADDC's request and held in Washington, D.C., on April 11 and
12, 1989. The forum was convened for intense examination of a shared vision for people
with developmental disabilities; the fundamental purposes of services for people with
developmental disabilities; principles of access, eligibility and funding for specialized
services; and recommendations for selecting a state agency (or agencies) responsible for
the delivery of such services. The monograph summarizes the discussion of these issues,
of recent experiences of two states which recently adopted a full functional eligibility
definition for developmental disabilities, and of strategies regarding increased access
for people across the full range of developmental disabilities. Also featured are a
summary list of conclusions and recommendations.

Ames-Zierman, S, Jaskulski, T., and Metzler, C. (1988). Technical Bulletin Number 1. Getting
Started on the Review of Federal and State Programs, September 26, 1988.

Suggests a common approach for Developmental Disabilities Planning Councilsin the
states and territories to use in analyzing federally-assisted and state funded services
and provides a suggested approach to collecting information on programs and services.
Includes a list of federa programs organized by type of service and sample tables for
data collection.

NADDC (1988). Technical Bulletin Number 2: What to Expect from NADDC regarding
Federally Assisted Programs - and What Not to Expect.

Lists resources for data collection and analysis on federal programs such as ICF/MR,
Medicaid Home and Community-Based Services waiver. Vocational Rehabilitation
State Grants, SSI, and Special Education.

Barr, V. and Jaskulski, T. (1988). Technical Bulletin Number 3: Descriptions: Eligibility,
Program Purpose and State Discretion in Priority Federally-assisted Programs (Group 1),
November 15, 1988.

Descriptions of federally assisted programs in vocational rehabilitation, special
education, income maintenance, and the Social Services Block Grant.
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