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PREFACE 

This volume contains statements of barriers/critical issues and recommendations from the 
individual Developmental Disabilities Councils 1990 reports, as submitted by the governors 
of the states and territories to the Secretary of Health and Human Services in January 
1990. The statements are provided verbatim with the exception of conversion to "people 
first" language, i.e., "people with developmental disabilities" rather than "the 
developmentally disabled." 

The barriers and recommendations have been grouped by life area, based on the primary 
focus of the statement. Cross-cutting statements, such as those related to coordination, 
overall program effectiveness, human resources, funding, etc., have been grouped by their 
primary focus. Readers also will note that some statements could be seen as either a 
barrier or a recommendation. Many of the decisions on placement have been arbitrary, 
based on our best understanding of the Council's meaning. 

Each section is organized in alphabetical order by state, based upon their two-letter state 
abbreviation, (i.e., "AK" for Alaska precedes "AL" for Alabama.) Any statements found 
in two or more reports precede the alphabetical list, to further assist readers in finding 
individual states of interest. Most of these "multi-state" statements were adapted by 
Councils from the Sourcebook for Developmental Disabilities Councils' 1990 Report, 
distributed by the National Association of Developmental Disabilities Councils in July 1989 
as a resource to Councils in preparing their reports. 

It is inevitable that a few errors in abstracting and transcribing these statements from the 
individual 1990 reports will have been missed, despite our best and repeated efforts at 
checking. Readers are encouraged to read the individual 1990 reports in relation to 
specific statements of interest, for a better understanding of the context as well as for 
confirmation of the text. 

The section on cross-cutting barriers and recommendations does not contain all such items; 
rather this chapter focuses on items which are not specific to; a program or to a life area 
or which refer to multiple programs in life areas. Cross-cutting items are areas such as 
funding, personnel, quality assurance, etc. 

There are two reports which accompany this appendix, Forging A New Era: The 1990 
Reports on People With Developmental Disabilities which is a compilation of the policy 
barriers identified and recommendations made by DD Councils, and a summary of that 
compilation. Copies of these publications can be obtained from NADDC. 
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INDIVIDUAL SUPPORTS: BARRIERS 

Multiple States 

There is an overall lack of data on the needs and preferences of individuals with 
developmental disabilities for various kinds of supports and their relative significance in 
helping people reach greater levels of independence, productivity and community 
integration. <LA,MT,UT,WY> 

Despite its critical role in financing supports to individuals with developmental disabilities 
and their families, there are no data available on Medicaid services and expenditures in 
this area other than broad estimates. <LA,MT,UT,WY> 

There is almost no current information available on the federally-supported Independent 
Living Program regarding services being provided and the characteristics of those being 
served. <LA,MT,UT,WY> 

Few data are available on supports provided to people with developmental disabilities 
through "generic" support programs such as child welfare and aging services, primarily 
because of the lack of reporting requirements that would include such information. 
<AZ,ID,MT,UT,WY> 

There is a need for an overall shift in thinking from facility-based services to a "facility-
free" system of supports. To accomplish this, public attitudes will need to include 
recognition of the significance of this approach in the quality of life for people with 
developmental disabilities and the viability of this approach for people with challenging 
and severe disabilities. <LA,MT,UT,WY> 

The majority of personal assistance programs do not emphasize consumer control. 
<CA,IN,WA> 

Most of the federal programs which currently finance supports are included in the 
administration's "flexible freeze" group in its FY 1990 federal budget request, including 
Supported Employment State Grants, Independent Living State Grants and Centers, the 
Social Services Block Grant, Children with Special Health Care Needs/Material and Child 
Health Block Grant, the Alcohol, Drug Abuse and Mental Health 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 
Program (special education.) No funding is proposed for the Special Recreation Grant 
Program. <CA,FL,ID,IN,MT,TN,UT> 

The appointment of a guardian can be the most intrusive form of state government 
intervention for a person with a disability, potentially reducing the capable adult with a 
disability to the status of a child. Guardianship is often granted when it is neither an 



appropriate nor adequate means to provide the assistance needed for people with 
developmental disabilities to achieve their fullest potential. <CA,ID,MT,UT,WY> 

Because there is a lack of support and assistance available in the community to enable 
people with disabilities to make choices most citizens take for granted and as more people 
move into the community, resources will be needed to sustain their independence. As this 
happens, there is a fear that states will tend to appoint more guardians rather than 
provide needed support services to promote independence and true integration in the 
community. <MT,WA> 

The overriding issue is the relative lack of resources for supports to individuals with 
developmental disabilities and their families despite their critical importance to the 
promotion of independence, productivity, and community integration. <ID,IN,MT,UT,WY) 

There is an increasing number of people with functional limitations in their activities of 
daily living, especially associated with the significant growth in the number of people who 
are elderly. There is no corresponding rate of growth in the availability of supports to 
individuals. <ID,IN,LA,MT,UT,WY> 

Almost none of the supports to individuals with developmental disabilities and their 
families are considered entitlements. Most federal funding that is available is at state 
or local option, including Medicaid waivers, optional services, and extension of Medicaid 
eligibility to children with disabilities who would otherwise only be eligible if they were 
institutionalized; and discretionary grants for "demonstration" programs and special 
projects, including special recreation programs, independent living centers, community 
support programs for people with serious mental illness, and the development of statewide 
systems to make assistive devices and services available. <MT,TN,UT,WY> 

For both individual and family supports, there is frequently a lack of involvement and 
focus on the consumer. Individual supports are seldom available that can be directed by 
the person with the developmental disability or selected from an array of supports to 
provide a "package" of supports tailored to the needs and preferences of the individual. 
<HI,IN,MT,UT,WY> 

Reinforcement of the emphasis on consumer control in the Independent Living Program 
is still awaiting publication of the federal performance standards. <LA,MT,UT> 

Federally-financed supports to individuals and families tend to be tied to medical care 
needs, because of their basis in health finance programs. For example, "personal care" 
services provided through the Medicaid program are defined as "medically-oriented" tasks 
having to do with a patient's physical requirements", must be prescribed by a physician 
and supervised by a registered nurse, and be in accordance with the recipient's "plan of 
treatment". <ID,IN,LA,MT,UT,WY> 



Almost none of the supports to individuals with developmental disabilities and their 
families are considered entitlements. Most federal funding that is available is at state 
or local option, including Medicaid waivers, optional services, and extension of Medicaid 
eligibility to children with disabilities who would otherwise only be eligible if they were 
institutionalized. <ID,IN> 

Many Independent Living Centers (ILCs) restrict services to people with only certain kinds 
of disabilities. Over 40 percent do not serve people with mental retardation, and 70 
percent do not severe people with mental illness. <IN,LA,MT,UT> 

Many older people with developmental disabilities find it difficult to obtain services in the 
programs funded through the Older Americans Act. <LA,MT> 

Limited funding is available for home and community-based supports to individuals with 
developmental disabilities and their families. Expenditures for supports are consistently 
much lower than those for institutional and facility-based care, despite the fact that these 
expenditures broaden the availability for services to many more people than the 
facility-based programs that serve relatively few individuals. <ID,MT,UT> 

There are gaps reported across the nation in the availability of supports to individuals with 
developmental disabilities and their families living in rural areas, supports for consumers 
with the most severe disabilities, and supports that can be obtained in an emergency. 
<ID,MT,UT,WY> 

The Social Services Block Grant, a major source of funding for supports to individuals with 
developmental disabilities and their families in many states, has been significantly 
underfunded for the past several years in comparison to its original authorization levels. 
<IN,LA,MT,UT,WA> 

In the current era of deficit reduction, increased costs for existing facility-based services, 
such as those provided in large state institutions, frequently leave few resources for 
individual and family supports — without regard to their relative cost-effectiveness and 
their significance in the promotion of independence, productivity, and community 
integration. <MT,UT,WY> 

The individuals with developmental disabilities who receive supports are inadequately 
involved in their monitoring and supervision. <ID,LA,MT,UT,WY> 

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 with 
developmental disabilities who need them. In addition, the waiver is not available in all 
states. <ID,IN,MT,WY> 



Access to supports financed through the general Medicaid program is limited by several 
factors. <ID,IN,MT> 

Individual state regulations on coverage may limit Medicaid reimbursement to an 
inadequate number of units of support services. <MT,UT> 

Individual States 

Federally-financed supports to individuals and families tend to be tied to medical care 
Funding for assistive devices is very limited in Alaska. It is usually tied to services 
through the Division of Vocational Rehabilitation or through special education programs 
in the school districts. The ELKS HELP program advises people in the selection of 
adaptive equipment and loans out devices for trial use, but the eventual purchase of the 
device is often up to the individual. <AK> 

Weather issues make Alaska a logical location for testing of all types of assistive devices. 
To date, little or nothing has been accomplished toward making assistive devices operable 
in cold weather climates. <AK> 

Alaska's guardianship law is considered a model statute by the American Bar Association. 
Due to under staffing and high client caseloads, the high standards set in the law are 
impossible to maintain. <AK> 

Becoming a guardian can often be an expensive undertaking. Under the current practices 
and rules of the court, a family member who wants to become the guardian for a person 
who experiences a disability usually must hire an attorney to initiate the process. 
Guardianships for people living in institutions and for young people under supervision of 
the Division of Family and Youth Services are paid for by state. <AK> 

New developments in adaptive devices and equipment are often costly and therefore not 
always available to people who experience disabilities. Medicaid and Medicare, 
rehabilitation agencies, insurance companies, etc., are often reluctant to fund newer, more 
technologically advanced, and more expensive items. <AK> 

Fifty-six percent (56%) of Americans who experience disabilities say that their disability 
prevents them from getting around, attending cultural or sports events, or socializing with 
friends outside their home as much as they would like. <AK> 

The personal care option is the only addition to the mandatory Medicaid program offered 
by the state. Consumers report that the state will need to increase the number of 
personal care hours allowed in order for this to be a viable alternative to 
institutionalization. <AK> 



Some funding exists for assistive devices (such as adapted toys, computers, communication 
devices, powered wheelchairs, environmental controls, and ramps and other modifications 
made to the home to make it more accessible), but much of it is tied to specific purposes 
of activities (e.g., education or rehabilitation) and is subject to age, income, type of 
disability or other eligibility requirements. Some equipment may also be so expensive as 
to be out of reach for all but a few families or organizations. <AK> 

Access to Alaskan state parks is extremely limited for people who experience disabilities, 
especially mobility impairments. <AK> 

People who live outside Anchorage, Fairbanks and Juneau have limited access to 
guardianship or protection and advocacy services. <AK> 

Case coordination (CC) services in Alabama have become a major concern, particularly 
with regard to young children with handicapping conditions. Part of Public Law 99-457 
in 1986 mandates case coordination services. This is a new facet in the spectrum of 
services to these children and their families. <AL> 

Perhaps more than other service, the area that includes recreation and leisure services 
prompted one of the largest responses. Of the 225 people who responded to the question, 
what is your level of need for recreation/leisure service?", 177 people indicated somewhat 
of a strong need, and 110 were not receiving any recreation or leisure services. These 
Alabama findings are consistent with national trends in the area of recreation. <AL> 

There is a need for a central information and service referral agency. <AL> 

Isolation extended into the lives of the family members as well. For example, one family 
reported that, due to negative and stereotypic attitudes expressed by some members of 
the community (including extended family members), they became even more isolated 
because they were hesitant to participate in regular community activities such as 
attending church, having visitors in their home, or shopping at the mall. <AL> 

The consumer survey item asked 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 social interaction and integration. Respondents did not ask for 
"bowling for the handicapped" or "handicapped day at the movies" but rather basic human 
interactions (e.g., a friend, love, someone to talk with). <AL> 

Respite care was a problematic area for many consumers in the state. Over a third of 
those surveyed did not know what respite care was or that these services were available. 
However, approximately one-third indicated a strong need for both in-home and 
out-of-home respite care. <AL> 



The financial drain of supporting a disability (costly medical tests, treatments and 
therapies; expensive adaptive and support equipment for people with various impairments; 
expensive vital adaptations to dwellings and vehicles, and costly attendant care) often 
means that people with disabilities have insufficient funds for the regular expenses of 
daily living. <AL> 

One of the findings from the demographic data reveals that 91% of the sample had never 
married and at least 45% of the sample was old enough to marry. Being single in 1990 and 
attempting to establish new relationships can be financially expensive. It is also known 
that having a developmental disability typically means earning far less than most 
individuals, thereby complicating the issue of access to social situations (e.g., movies, 
theatre, sporting events). It is no wonder, then, that far too many people with 
developmental disabilities report that they are isolated and lonely. <AL> 

The need for information and referral services consistently appears at points of transition 
(from infant to preschool settings, from preschool to school age environments, and 
particularly from secondary school settings to adult services). <AL> 

Services such as physical, occupational and speech therapy; medical equipment supplied; 
and home health care are the least likely to be fully covered by public or private funding, 
require higher co-payments than other services, and are subject to more limitations than 
inpatient services. <AL> 

The most startling finding of the study concerned with permanency planning was that more 
than half of the sample had made no concrete plans for the future care of their adult 
children with mental retardation. Many of the responses regarding future planning 
consisted of statements to the effect that "God will provide." Planning was less likely 
when the sex of the dependent child was male and when the child displayed higher 
functioning abilities. The lack of planning by families for their members who are mentally 
retarded poses a serious problem for the mental retardation service system. The need for 
services, especially residential, for this group of individuals with mental retardation is 
likely to be sudden and critical, creating a situation in which less than appropriate 
intervention is effected. <AL> 

A number of individuals frequently requested PT, OT and/or speech therapy. Parents in 
particular mentioned that although their child might have been scheduled to receive those 
services, often it was on a very limited basis. <AL> 

In many cases, services are needed from several programs and agencies. While some 
individuals of the target population may have knowledge of the system, most individuals 
with severe developmental disabilities do not have the resources of time, money, and 
energy to investigate and obtain needed services. <AL> 



In Arkansas, case management is typically provided by case managers who are employed 
by and housed in institutional facilities 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 conflict of interest. <AR> 

A service deficit that needs immediate attention in Arkansas is called "Follow Along". 
Currently the service provides 30 minute units of transportation, personal finances, 
counseling and service acquisition services. The growing need for this is a tribute to every 
community program in the state. There are currently at least 175 people identified as 
having moved into the community living on their own after receiving training in residential 
programs. They usually need very little continuing support. However, they must have the 
support available in order to maintain their independence. Many people with disabilities 
will need access to that support all their lives. If follow along support were more readily 
available more people could move from existing community residences. Three community 
residential service providers, Life Styles, Independent Living Services-Conway, and 
Pathfinders have been unable to move more people out because of their inability to 
provide proper support in the community. <AR> 

In Arkansas, there currently exists no state.-wide integrated information and referral 
system to assist individuals with developmental disabilities and their families in their 
efforts to obtain quality services. Organizations and efforts that do exist do not provide 
broad referrals nor do they follow up to insure that needed services are received. <AR> 

The current guardianship program in Arkansas, Guardianship, Inc. indicated as of February 
1988 that only 70 persons with developmental disabilities were currently involved in that 
project, leaving hundreds of individuals presently residing in state and private institutions 
with no effective representation. <AR> 

It is important to note that a progressive guardianship law, which provided for limited 
guardianship, was enacted by the Arkansas State Legislature in 1983 (ARC/USA, 1988). 
However, in the aftermath of the law's passage, the Legislature has effectively eroded 
some of the safeguards and requirements. <AR> 

In Arkansas, a preliminary effort to initiate a statewide system of local DIRECTION 
SERVICE sites was organized through the Arkansas Disability Coalition. Unfortunately, 
however, the funding has not yet been obtained to accomplish the development of this 
system. <AR> 

Based on the known number of individuals who are now served or who are on waiting lists, 
case management, with a maximum case load of 35 persons for each case manager, for 
all 7,371 would require the full time equivalent of 210 case managers. Such a system 
would, based on the qualification level of case managers and an anticipated salary of 



$17,500, with fringe benefits equivalent to current state costs, and travel and 
administrative overhead, require an expenditure in excess of $5,000,000. Given current 
resources in Arkansas, a case management system which utilizes a combination of 
providers and independent case managers which gives each client a choice would appear 
to be likely for the near term future. <AR> 

The levels of reimbursement for service vendors should be increased to encourage more 
provider participation and increase the availability of support services. <AZ> 

The Governor's Council needs to work with state agencies to develop ways to address 
problems in filling case manager positions, especially in the rural areas of the state. <AZ> 

Arizona's regulations on covered services should allow Medicaid reimbursement to more 
than a limited number of units and categories of support services. <AZ> 

The Arizona Executive and Legislative branches need to develop additional funding to 
address the growing waiting list. <AZ> 

Arizona should have an established policy for waiving parental income in extending 
Medicaid eligibility to children with developmental disabilities who remain in their family 
home. <AZ> 

For both individual and family support, there needs to be more involvement and focus on 
the consumer and family members. Individual support must be guided by the person with 
the developmental disability or selected from an array of supports to provide a "package" 
of services tailored to meet the needs and preferences of the individual. Participation by 
the individual in his or her IPP development must be a priority. <AZ> 

There needs to be more resources for supports to individuals with developmental 
disabilities and their families despite the critical importance of family support to the 
promotion of independence, productivity, and community integration. <AZ> 

Qualified people should be hired for the case management positions so that individuals and 
their families can expect a certain level of competence. <AZ> 

The management system, although a valuable tool in managing services to assure the most 
effective and coordinated services possible, has not been strongly supported with funding. 
This is a serious problem because it is through case management that people with 
developmental disabilities receive an evaluation and a plan of services to assist them in 
becoming more independent, productive, and integrated into the community. <AZ> 

DDD's case management system is overloaded — both in terms of caseloads and range of 
responsibility. There is also a lack of authority to carry out necessary functions. 
Caseloads are too large and clerical support is lacking. In some areas, attending Individual 



Program Planning (IPP) meetings has been given a very low priority or totally eliminated. 
<AZ> 

New case managers are inundated with too much information for a person to absorb in the 
quick, brief training they receive. These people do not receive the training they need to 
obtain a good understanding of the various programs in the service system. <AZ> 

Recreational opportunities are often non-existent for people living in residential care 
homes. Due to fiscal constraints on providers and a caretaking approach to the provision 
of services, many individuals spend their free time in the group home, watching television 
or listening to music. <CA> 

Publicly funded programs to assist individuals in living independently through the use of 
attendants offer only limited service. No central resource exists to help people find 
attendants when they need one. <CA> 

Attendants often do not receive adequate training in the handling and care of individuals 
with developmental disabilities, and there needs to be better and more uniform training 
to provide more consistent and better quality attendant services. <CA> 

Many people with developmental disabilities have only a few, if any, friends, and many 
have no friends that do not have disabilities. Few supports are available to encourage and 
promote the building of friendships. <CA> 

Case management services are available to people who meet the state eligibility 
requirements, but caseloads are often extremely high; for people with developmental 
disabilities who meet the federal definition of developmental disabilities, but not the 
California state definition, no case management services are available. <CA> 

At the Consumer Forums, people with developmental disabilities indicated that turnover 
among case managers is a real problem. To understand an individual and the associated 
developmental disabilities unique to that person, considerable time is often needed on 
behalf of the case manager. When people meet infrequently with their case managers, 
there may be little continuity due to high case manager turnover. <CA> 

Liability and certification are significant barriers to the recruitment of people willing to 
provide attendant and/or respite services. Respite workers are required to carry liability 
insurance which may be prohibitively expensive relative to the compensation. <CA> 

No adequate funding mechanism exists to purchase state-of-the-art, high technology 
equipment for people with developmental disabilities. <CA> 



Social and recreational opportunities are scarce for people with developmental disabilities, 
even though it is an entitlement under the Lantherman Act. Without adequate 
transportation, many individuals are isolated and segregated within the community. <CA> 

Attendant services are often poor in quality, not assessable or not affordable, and people 
with developmental disabilities often have little control over their attendants. <CA> 

Law enforcement officers are often not trained to understand developmental disabilities 
and how to protect and serve people who have developmental disabilities. <CA> 

Independent living supports and training are in extremely short supply, and many 
individuals are not being given the opportunity to live independently because this support 
is not available. <CA> 

Not all people with developmental disabilities have the opportunity for social interaction 
and participation in community activities. <CA> 

Family and individual support services must be designed to fit the needs of the family as 
a unit. They must be appropriate to the family's lifestyle, number of children, ethnic and 
cultural preferences, economic status, and parents' work schedules. There must be more 
flexibility within the service system to provide needed supports in a manner which will 
alleviate family stress and help the family to successfully maintain a home for their 
children with developmental disabilities. <CA> 

Many of the aging system service providers were either unaware that persons with 
developmental disabilities were eligible for their programs, or reported that aging persons 
who did not have developmental disabilities were not receptive to having these persons in 
their programs. Little outreach from the aging system to persons with developmental 
disabilities occurred. <CO> 

In all areas of the state, if the family has no money to purchase therapy and other 
services, children may go without speech and language therapies because most health 
insurance does not cover these therapies. <CO> 

The need for flexible, family- and consumer-directed services. <CO> 

The primary need cited by ILC staff was funding for case management services. <CO> 

Rather than providing supports which include a full spectrum of paid and unpaid activities 
for people who want to contribute to society, supports are aimed almost without exception 
at income-producing activities; i.e., "substantial gainful activity." This focus excludes 
many people from being valued members of society, and also leaves untapped a reservoir 
of talent that could be channeled into productive activities that would benefit society as 
well as its members who can and want to make this type of contribution. <CO> 



All the literature and existing programs for DD offenders agree that it is essential to 
provide services that will prevent further criminal behavior and lead to a positive 
self-image, as well as enhance the offender's ability to be self-sufficient and independent. 
Although the numbers of persons in Colorado justice system who have developmental 
disabilities is unknown, it will be essential to develop appropriate treatment programs for 
these people as they are identified. <CO> 

There is a need for physical therapy, including massage and exercise programs, for adults 
with cerebral palsy. <CO> 

Another example of the lack of funding to provide for the level of services needed by 
those with cerebral palsy and severe disabilities is found in the three group homes 
operated by the Center, where therapies have been cut back due to the low reimbursement 
rate currently available for residential programs. <CO> 

Family support services are needed for families with children who have cerebral palsy but 
whose disabilities are not severe and who do not have intellectual impairments, as well 
as counseling and crisis intervention for these young people, many of whom are 
experiencing severe emotional problems. <CO> 

A respite care facility to provide crisis care, assessment, family support, and training is 
critically needed for persons with autism. <CO> 

The independent living centers can serve only a fraction of those in need of services. 
<CO> 

Although technology has been a great aid in helping to ameliorate the medical disabilities 
of children with special health care needs, their social needs have yet to be addressed 
satisfactorily. Family support services are generally not available for many families 
whose children live at home. <CO> 

Effective, comprehensive case management throughout the life span is lacking outside the 
dedicated developmental disabilities system. Many persons with epilepsy feel that the 
dedicated service system is not appropriate for their needs. <CO> 

Appropriate recreational opportunities are often lacking for younger children with hearing 
impairments. <CO> 

If additional funding were available, more dogs could be trained to provide people of all 
ages with hearing impairments with assistance through the Hearing Dog program which 
would make them more independent. <CO> 



The state Essential Services program is not an entitlement. For people with severe and 
multiple disabilities, personal assistance is a basic condition for a dignified life and active 
participation in the community. It should be an entitlement. <CT> 

The annual subsidy for personal assistance must increase, especially for people who have 
the most intense personal assistance needs. It was documented in 1986 that it was not 
unusual for people with severe and multiple disabilities who require full-time attendants 
and services to pay $13,000 to $15,000 per year for personal assistance. In 1988, Graphic 
Futures has documented that people who have extensive needs require $12,000 to $18,000 
per year for personal assistance. <CT> 

The medical model represents an obstacle to people's realization of their potential for 
self-direction, because the attitude is conveyed that people with disabilities are possible 
patients who need to be taken care of. <CT> 

The Division of Rehabilitation Services is hampered by federal regulations requiring a 
commitment of long-term support before providing services under Title VI-C or regular 
case service funds (Title I). <CT> 

Nearly 8 out of 10 providers agreed that: 1) access to supports is tied to proving ability 
to work; b) having the disability condition under control may affect access to services and 
c) long waiting lists and waiting periods frequently preclude access to service. <DC> 

Nearly eight out of 10 providers said that there is resistance to integrate older persons 
with developmental disabilities and seven of 10 said that there are not adequate provisions 
in service plans which cover life span transition points. <DC> 

The ten Department of Recreation and Parks persons interviewed called for more budget 
allocations, and a majority said there was a need to conduct more outreach activities, 
complaining that there was a lack of data on who is being served by the program. Several 
felt that the lack of transportation was the greatest deterrent to the participation of 
people with disabilities in recreation activities. <DC> 

The District has been constantly optimistic about the point at which its inmate population 
would level off. Its last several budgets have been developed based on assumptions that 
the variety of measures taken to reduce prison population would achieve the desired 
effect. However, despite the number of inmates who have been diverted from the 
existing, overcrowded facilities, the prison population has reportedly continued to climb 
dramatically. The department is mandated to provide educational training and counseling 
services within a healthful and humane institutional environment. This has become 
extremely difficult in the face of the escalating growth of the District's inmate 
population, the shortage of adequate funds to operate the system, and the inability to 
recruit and to retain sufficient and qualified staff. <DC> 



The results of analysis conducted on the provider survey indicates that there are 903 
persons incarcerated who have been diagnosed as having developmental disabilities. Out 
of the 903 inmates with developmental disabilities, 600 had an emotional disorder, 150 
suffered from asthma, 22 had a speech/language impairment, 18 had AIDS, and 10 suffered 
from epilepsy. It was reported that the developmental disorders of 50 of the inmates were 
drug related. <DC> 

Such circumstances lead several providers to conclude that most inmates with 
developmental disabilities are not identified by the system, and that the support services 
for those that are identified are inadequate. They also complain that insufficient 
information on the condition and whereabouts of these inmates make it difficult to provide 
them with adequate representation. It would appear that only the education and medical 
services are specifically targeted for the inmate with developmental disabilities. There 
are no special provisions in recreational programs that are available to all inmates. <DC> 

The provider survey administered to corrections personnel produced comments and 
responses from individuals who felt there was a serious need to focus attention on the 
offender with developmental disabilities. A main concern was that those offenders with 
developmental disabilities were often overlooked because of their low visibility in an 
overcrowded prison system and the shortage of qualified personnel who could identify and 
address their particular problems. <DC> 

Planning for attendant service is only at initial stages: demonstrations of model services 
are indicated, and mobilization of consumer awareness and advocacy is needed. <DE> 

A large number of Stockley (state facility) residents require guardianship, either 
permanent or substituted decision making in most areas of treatment and personal life. 
<DE> 

The population of people with developmental disabilities is aging at a faster pace than the 
general population and new programs need to be developed, within current resources if 
possible, to meet their needs which are vastly different from the general population 
especially in the area of health care. Currently 24% of the Division of Mental 
Retardation population is over the age of 50. <DE> 

Consumer Satisfaction Survey respondents indicate that "respite care in the home, needed 
by half the children, is not being received by about three-fourths of those who have the 
need. Outside respite care, needed by about one-third of the children, is not being 
received by about half who express the need." A need also exists to expand respite 
services to include children who are also medically dependent and require specialized 
medical care. <DE> 

Of those participating in the Consumer Satisfaction Survey, about half indicated a need 
for information and referral services and said they were not receiving those services. This 



was found to be particularly true in Kent and New Castle Counties. Survey findings 
further indicate that some participants simply did not know where to turn in order to 
receive such services. <DE> 

The Consumer Satisfaction Survey indicates that 28% of total survey participants report 
needing case management services, and also report that they are not receiving them. 
Children and adults are almost equal in their need for case management services (56% and 
59%). The survey also found that persons with mental disabilities are much more likely 
than persons with other types of disabilities to report needing case management services 
(71% vs. 49% for sensory/emotional, 48% for physical). In each case where case 
management services were indicated as a need, about four in ten reported their need as 
strong or critical. <DE> 

Lack of in-home care as well as the lack of programs which are specifically designed to 
address the person's health, behavior or level of skill were identified as needs by advocates 
and providers. <FL> 

Recreation opportunities are limited. <FL> 

Funding for individual and family supports is inadequate. <FL> 

Inability to receive effective behavior management training was a frequent consumer 
complaint. <FL> 

Many individuals who need guardians do not have them. <FL> 

Almost no attention is given to social/leisure needs of individuals with developmental 
disabilities. <FL> 

Follow along services connected across age spans are also needed. <GA> 

Very limited resources are available to provide attendant care for persons with 
developmental disabilities. <GA> 

There is a need for an increase in the amount and coordination of Case Management 
service providers. <GU> 

There is a need to expand and improve long-term care services in the area of family and 
community support services for individuals with developmental disabilities. These support 
services include cash incentive program, housing subsidy, cash assistance, community living 
training, homemaking assistance and training, and personal assistance and other services 
for people with blindness. <GU> 



There is a need to provide adequate communication/language services for individuals with 
developmental disabilities who need such services. <GU> 

There is a need to upgrade and improve Guam's recreational facilities so that individuals 
with developmental disabilities can have access to them; develop recreational programs 
suitable to these individuals. <GU> 

Medicaid funds can be a significant resource to programs providing personal assistance 
services. New York and Michigan use this optional Medicaid coverage to fund supported 
services in community residences and in an individual's home. But Hawaii, like most 
states, limits this coverage to avoid substantial budget impact. <HI> 

The majority of personal assistance service programs do not emphasize nor involve the 
consumer. <HI> 

Programs need to include a social component to facilitate movement into the community 
so that independence does not equal isolation. This concern was expressed in all focus 
groups with discussing barriers to independence for people with developmental disabilities. 
<HI> 

Most "generic" recreation programs are not designed to integrate persons with disabilities. 
Most public parks in the state of Hawaii are not accessible to persons with physical 
disabilities that are in wheelchairs. <HI> 

The state Medicaid plan requires that the purchase or repair of a prosthetic device over 
the cost of $50 be authorized in advance. This restriction applies to almost 100 percent 
of all assistive devices needed by people with developmental disabilities. This restriction 
often means that a person is without an essential device required to move about, and 
worse, a device which will assist in the rehabilitative process. <HI> 

There is a poor communication between the agencies trying to facilitate the process of 
reimbursement for assistive devices and the state Medicaid agency. There is no education 
of the physicians as to the requirements of obtaining reimbursement for a particular 
device. Often, whether or not the device is approved depends on how the physician writes 
the prescription. <HI> 

HCB waiver eligibility standards restrict participation on the basis of family resources, 
may not actively promote more community involvement by clients of the program, and do 
not explicitly cite integration as a goal of the program. <IA> 

The results of the consumer satisfaction survey reinforce the conclusions drawn from the 
policy analyses. As expected given eligibility requirements that limit the number of 
clients to 200, relatively few respondents use, or have access to, HCB waiver program 
services. Among those who are served by this program, more than three of four express 



some dissatisfaction. Specific areas of concern include limits on services available 
through the program, eligibility restrictions, and a lack of individual choice of appropriate 
services. <IA> 

In two areas policy is seen as inhibiting independence. First, the HCB waiver policy 
presents in-home services as a waiver option, rather than the preferred option for service 
delivery. As a model waiver program, the number of participants is limited to 200 in 
Iowa. Second, policy offers individuals very little choice in the type and level of services 
to be provided. <IA> 

Only one-third of those surveyed report the HCB waiver program provides enough 
individual choice. Surrogates feel they have insufficient input into the selection of 
appropriate services. Consumer satisfaction with the program's support of productivity 
and integration is also relatively low, with responses identifying restrictions that limit 
access to the full range of program services. <IA> 

The HCB (model) waiver program is often confused with the discontinued Katie Beckett 
Waiver and other similar programs. The area of greatest confusion centers on client age 
and eligibility. Many parents mistakenly believe that the HCB Waiver is only for persons 
under the age of 19. This program actually provides services to any child, adult, or 
elderly person who meets the eligibility requirements and is at-risk for institutionalization. 
<IA> 

Although the HCB Waiver program serves relatively few families, significant comment 
about it arose at the public forums. At the forums, comments did not center on issues 
related either to integration or to independence, but on issues of eligibility, complexity, 
and lack of awareness of the program by professionals who serve the families. These are 
system-wide issues which arise with other programs as well, but they are particularly 
evident in this program because the families served are often those already inundated by 
the complexities of their child's medical condition. It is also clear from the comments 
about unmet needs that the services offered under this program are very much needed by 
families still attending to, or wanting to attend to, adult family members with 
developmental disabilities living at home. <IA> 

Analysis of the Congregate Meals program policy indicates a lack of promotion of 
independence through support for individual choice regarding when and where services are 
provided; and second, that independence is not cited as a goal in the program policy. The 
Home-Delivered Meals program policy lacks language in the policy that would promote 
individual choice with respect to who provides services, when it is provided, and how often 
it is provided, and thus inhibits client independence. <IA> 

Consumers report feeling that providers are reluctant to follow up on requests for 
information about other programs or services. Sometimes providers seem to discourage 
application to other programs because they feel the consumer has little chance of being 



served by that program. Other consumers report that once local service personnel have 
the proper information, they are often very helpful; the key issue is simply getting the 
information. <IA> 

The consumers and their surrogates who were interviewed consistently report they 
encounter serious problems when they try to discover what services are available. For 
example, many commented on the basic problem of finding out where to go to begin the 
search for information about programs or services. No single source of information is 
currently available; different programs are administered by different agencies, and often 
one agency is not well informed about the services of another. Once an individual learns 
a program exists, it is then necessary to find out whom to contact for eligibility and 
application information. <IA> 

Surprisingly, less than ten consumers and surrogates, out of the 384 surveyed, reported 
using the services of either the Congregate Meals or Home-Delivered Meals programs. 
It would seem that the most important issue raised by the survey is the lack of utilization 
of this service by persons with developmental disabilities. Whether this reflects a very 
small population of elderly persons with developmental disabilities, a problem with 
informing eligible persons about the availability of this service, or simple under-utilization 
of these programs needs to be examined. <IA> 

In terms of productivity, Congregate Meals policy does not include language promoting 
productivity as a goal of the program. Need based criteria applied to determine eligibility 
for program services are vague, and may inhibit productivity as an outcome. The policy 
for the Home-delivered meals program does not explicitly cite productivity as a goal of 
the program. Congregate Meals policy is, however, found to be 100% promotive of 
integration. <IA> 

Idaho does not have case management services to assist in establishing and maintaining 
a coordinated service relationship among two or more agencies or organizations serving 
people with developmental disabilities. Case management should be available to help the 
individual identify services to meet his or her needs, assisting in completion of eligibility 
applications and processes, coordinate multiple services, advocate, and assess services and 
transition issues, which are appropriate for their individualized plans. <ID> 

There is no formal statewide information and referral system, supported by state funds, 
which can be accessed at the local level. There is no single source for information on 
different types of disabilities or training opportunities. <ID> 

Independent living skills supports should be made available in the home. Training should 
be provided to help people with disabilities learn to live more independently. <ID> 

Long range plans need to be developed to move toward a more individualized system of 
support services. <ID> 



Individual supports are seldom available, are not directed by the person with a 
developmental disability, nor are they selected from an array of supports to provide a 
"package" tailored to the needs and preferences of the individual. <ID> 

Idaho's involvement with the Home and Community Based Service (HCB) Waiver is among 
the least comprehensive in the United States. It is one of the primary Medicaid sources 
for community services and provides funding for supports not directly tied to placement 
in an ICF/MR facility, therefore, these supports can be matched to the individual person 
and can vary in amount, frequency, and duration based on individual needs. Although 
almost a dozen waivers are available, Idaho has chosen to offer only personal care services 
under its HCB waiver. <ID> 

Respite care services provided by the Idaho Department of Health and Welfare regional 
Adult and Child Development Centers was limited to $70,000 in FY 1988-1989. Respite 
service funds are easily transferred to other programs within regional service areas, 
thereby reducing the program's effectiveness. More in-home respite care is needed. 
Although Health Districts also provide respite care services through the Children's Special 
Health Care Services (formerly Crippled Children's Program) they are even more limited. 
<ID> 

The need to verify the quality of training for respite care providers was noted during 
dialogue at the public forums and the focus group. The Idaho Needs Survey concurred with 
this concern, as 83.6% of the respondents noted the same need. <ID> 

During the Idaho Public Forums, the lack of trained personnel in the areas of physical, 
occupational, and speech therapies was cited as a barrier to the delivery of effective 
service. The Idaho Focus Group pointed out that we have recruiting problems associated 
with a shortage of staff for speech, occupational, and physical therapy. <ID> 

Idaho will need to make a strong commitment to cover these lost federal funds [re: Social 
Services Block Grant] with state revenues. <ID> 

One of the primary federal funding sources for individual and family supports, the Social 
Services Block Grant, has lost 50% of its "purchasing power" over the last ten years. 
Idaho puts just over 10% of its federal funds into disability related services. <ID 

The fact that more individuals are not working or living independently or in supported 
environments directly relates to the lack of financial commitment by the state to fund 
adaptive technology rather than dependent center and facility-based programs. <ID> 

Increased costs for existing facility-based services, such as those provided in large state 
institutions, leave few resources for individual and family supports which are much more 
cost effective and significant in the promotion of independence, productivity, and 
community integration. <ID> 



Low levels of reimbursement for Idaho Medicaid vendors have discouraged provider 
participation and reduced the availability of support services. <ID> 

The Idaho Focus Group noted one problem with Personal Care Services (PCS) is that you 
can only qualify for the service if you qualify for placement in a nursing home or ICF/MR. 
It's a Catch 22 problem. If you need ICF/MR services, how can you live on your own? 
<ID> 

The Idaho respite care program continues to be underfunded, lack providers or provider 
training, and is not adequately marketed to families or individuals who have a 
developmental disability. This can often create serious problems when family members 
must attend to their own needs or the needs of other family members. Too often, family 
members don't get the respite they need and eventually place their child out the home to 
maintain the rest of the family. <ID> 

There is an overall lack of data gathered by key Idaho agencies on the needs and 
preferences of individuals with developmental disabilities for various kinds of supports and 
their relative significance in helping people reach greater levels of independence, 
productivity and community integration. <ID> 

A major concern of the Idaho Focus Group was the loss of support services when there is 
a loss of program service. <ID> 

Services in Illinois usually are done to or for rather than with people with developmental 
disabilities and their families. <IL> 

In the Consumer Satisfaction Survey, families chose case coordination as the second most 
supportive service they could receive. Two other Illinois studies indicated that the need 
for case coordination services was critical for both people with developmental disabilities 
or mental illness who were reentering the community or trying to remain in the 
community. <IL> 

The Council finds that, in Illinois, most of its citizens with developmental disabilities act 
as their own primary caregiver or have a family member who does so, yet services to 
support individuals and families are far less common than out-of-home services. <IL> 

Deemed status limits for families may need to be changed so that MR/DD support for the 
individual family member in need of Medicaid could be accessed. Families and/or 
individual MR/DD family members who could afford to pay for the programs and services 
would not be eligible for Medicaid. <IN> 

It is believed that limited guardianships would be more appropriate for a substantial 
number of wards of the state. There is a need for greater understanding and use of 
limited guardianships by service providers in Indiana. <IN> 



There is a great need for guardianship services in Indiana for individuals who have no 
family members willing or able to undertake this responsibility. Respondents in the 1987 
study estimated that a total of 6,553 persons statewide are currently in need of some type 
of guardianship. The greatest reported need is for guardianship of the persons, with an 
estimated 2,664 individuals in need. Respondents also indicated that 1,146 individuals need 
guardianship of the estate and 1,768 need guardianship of both. In addition, 975 individuals 
are in need of something other than full guardianship, such as a limited or temporary 
guardianship. The County Departments of Public Welfare provided the highest estimates 
of services needed (37.6%) followed by the state hospitals (26.6%) <IN> 

The vast majority of guardianships in Indiana are assumed by a family member. 
Unfortunately, there is also an increasing number of cases in which a client's family has 
been abusive or exploitative, as documented by the involvement of Adult Protective 
Services workers in removing endangered adults from their home and working to enlist 
non-family members to become guardian. <IN> 

The 1987 survey on guardianship revealed that a large number of agencies are misinformed 
about the responsibility of the Department of Public Welfare to become guardian of the 
person if no other guardian can be found. Only 26 percent of county welfare departments 
surveyed indicated that their agency would become guardian of the person in emergency 
cases. The Department of Public Welfare should not be viewed as the appropriate auspice 
for guardianship services. <IN> 

In comparison to neighboring states, Indiana supports most of the services under Title XX 
through federal allocation; Indiana's state share is small compared to other states and 
represented only 23 percent in FY 1989. The trend nationally is a reduction in the 
absolute amount funds available to the states through the Social Services Block Grant 
program from the federal government and in turn, a reduction by the states in the number 
of service included under the SSBG. In Indiana, the costs have increased, the number of 
recipients declined, and so the cost per recipient has increased over the past two years. 
<IN> 

Children with disabilities are more likely to be abused than neglected. According to the 
reported data, over the three year period, 1987-89, over the three year period, 57 percent 
of substantiated or indicated incidents with children with physical, mental or emotional 
disabilities concerned abuse, and that was statistically significant. Accordingly, it can be 
argued that there is a relationship between the prevalence of abuse and neglect and having 
a disability. <IN> 

In most communities, the media was faulted for failing to cover adequately the 
recreational and cultural programs for persons with disabilities, and for not paying 
sufficient attention to informing them about benefits for which they might qualify. <IN> 



The overall sixth-rated problem was the lack of reasonably priced assistive devices, such 
as wheelchairs, orthopedic appliances, phone amplifiers, hearing aids, and the like. While 
assistive devices are considered available to buy or rent, they are not considered 
affordable to own or (less so) to rent by persons who often need special (and costly) 
adaptations. <IN> 

The very few Independent Living Centers (ILCs) in Indiana restrict services to people with 
only certain kinds of disabilities. <IN> 

There is a lack of funding for obtaining and maintaining assistive devices. <KS> 

An emphasis on funding and developing integrated leisure options is lacking. Such 
programs are needed as people with developmental disabilities often do not have the funds 
to access existing recreational options. <KS> 

Access to Special Olympics is available to all who want to participate, or alternatively, 
it is the only option. <KS> 

Many people with developmental disabilities are lonely and do not have friendship and 
other needed supports. <KS> 

Coordination and case management services for people with developmental disabilities and 
their families is inadequate. <KS> 

Families need qualified and affordable help to deal with guardianship, conservatorship, 
wills, and trusts. There is a backlog of legal aid and trained advocates are lacking. <KS> 

There is a lack of qualified interpreters for people with deafness. <KS> 

There is a lack of consistency from court to court concerning guardianship and 
conservatorship. Accountability laws are not uniformly enforced. <KS> 

Too many families, attorneys, and judges are under-informed about limited guardianship. 
<KS> 

There are no specialized services for adults with developmental disabilities who are in 
state or community corrections programs. <KS> 

Courts can effect admissions for people on criminal charges with mental illness to MH 
facilities only. People with mental retardation may be inappropriately placed and may 
need maximum security for their protection. <KS> 

The overriding issue is the relative lack of resources for supports to individuals with 
developmental disabilities and their families despite their critical importance to the 



promotion of independence, productivity, and community integration. A related issue is 
the bias in many publicly-supported programs toward funding services in facilities and 
institutions, but not in homes and communities. <LA> 

For both individual and family supports, there is frequently a lack of involvement and 
focus on the consumer. <LA> 

Almost none of the supports to individuals with developmental disabilities and their 
families are considered entitlements. <LA> 

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 with 
developmental disabilities who need them. In Louisiana, the HCB Waiver, when approved, 
will serve 224 individuals with developmental disabilities in the first year, increasing to 
442 by the end of the third year. These figures fall far short of meeting the need for 
adequate individual and family support services. <LA> 

Guardianship is often granted when it is neither an appropriate nor adequate means to 
provide the assistance needed for people with developmental disabilities to achieve their 
fullest potential. <LA> 

In Louisiana, individuals with hearing impairments experience a profound lack of sign 
language and interpreter services. <LA> 

In Louisiana, as in most other states, the availability of data on services to people with 
developmental disabilities through "generic" support programs is practically non-existent. 
<LA> 

More children who are medically fragile are surviving than in the past. They and their 
families need specialized support to participate in community life and attend local schools. 
<MA> 

Technology is playing an increasing role in assisting persons with disabilities to live and 
work independently. The state needs to support efforts by business, communities and 
schools to use technology that will help persons with disabilities attain the highest degree 
of independence, productivity and integration. <MA> 

Supporting individuals with disabilities and their families to live in the community makes 
common sense - however, in Massachusetts this support is far from commonplace. Support 
services are considered a "soft service" and have been an early target of budget cuts. 
Cutbacks in other parts of the service system put additional pressure on this relatively 
new and fragile system, which is forced, then, to "pick up and slack." However, the needs 



of persons with disabilities and their families do not diminish, even in times of fiscal 
crisis. <MA> 

Even when laws and policies are enacted which support persons with disabilities, lagging 
implementation can be a barrier. For example, Massachusetts has yet to expand its 
Personnel Care Attendant Program to persons with mental disabilities, despite an adoption 
of regulations over a year ago authorizing this change. <MA> 

Massachusetts needs an act establishing a Public Guardianship Commission in order to 
provide guardians and conservators for elderly persons and people with disabilities who are 
not legally competent to decide where to live, what medical care they need or how to 
manage their money. Often, when no family or friends exist to act as guardian or 
conservator and volunteers are hard to find, an incompetent person cannot get the services 
or benefits s/he deserves. <MA> 

The service coordination system should be streamlined so that individuals who are already 
receiving services are not required to receive case management services, if they do not 
request and require these services. <MD> 

There are too few qualified interpreters for persons who are deaf residing in rural areas. 
<MD> 

Concerning Medical Day Care, quality and monitoring are needed to make the system 
flexible and responsive to needs. <MD> 

The processes involved in terminating the rights of parents are often stonewalled by 
Departments of Social Services. There is no protection for social workers nor for 
physicians who will testify that parental rights should be terminated. Something needs to 
happen to protect the child in this circumstance. <MD> 

Sexual and physical abuse is considered by many as severely under reported and acted on. 
<ME> 

Community and family based support systems are often not available and not encouraged 
by the existing system of professional services. <ME> 

Case management services (coordination of resources in behalf of individuals and families), 
when available are often sporadic and subject to high staff turnover and inattention to 
individual needs. A major factor is large caseloads. <ME> 

Independent living programs can and do provide information, assistance, and many of the 
supports that people with severe physical disabilities often are unable to find. However, 
they are underfunded and are not available in all areas of the state. <MI> 



People with developmental disabilities who become involved in the criminal justice system 
are vulnerable to abuse and do not receive appropriate intervention. <MI> 

Services providers and policy makers consistently express frustration about lack of 
coordination of services, confusion of responsibility for provision of services, and problems 
with access to appropriate services. They see particular problems for people who need 
several kinds of ongoing services from a number of different agencies. Effective case 
management is often proposed as the appropriate way to deal with these problems. <MI> 

The Social Services Block Grant (Title XX), is one of the primary federal funding sources 
for individual and family supports. Title XX has lost 50% of its purchasing power in the 
last 10 years because of actual reductions and the failure of appropriations to keep pace 
with inflation. <MI> 

Case management, which should enable access to services, is too often more oriented 
toward payment and gatekeeping than to consumer empowerment. <MI> 

People with disabilities across the country report gaps in the availability of supports for 
people with developmental disabilities and their families who live in rural areas. 
Shortages are especially acute for people with the most severe disabilities. Supports that 
can be obtained in an emergency are also scarce. <MI> 

Centers for Independent Living are not widely and equitably available to consumers. <MI> 

Personal Assistance Services are not consistently available when needed to help 
handicappers who are trying to achieve greater independence and community integration. 
Many people who could benefit from PAS do not receive them. <MI> 

Most personal assistance programs do not emphasize consumer control. <MI> 

People with severe disabilities at the Consumer Response Initiative Forums reported that 
current levels of reimbursement for personal assistance services (PAS) make it impossible 
for them to get services at the level they need. It is very difficult to find personal 
assistants who have adequate training, and little or no help is available in finding personal 
assistants. <MI> 

New developments in adaptive devices and equipment are often costly and therefore not 
always available to handicappers who need them. Medicaid and Medicare, rehabilitation 
agencies, and insurance companies are often reluctant to fund newer, more technologically 
advanced, and more expensive items. Information about simple, low cost adaptations is 
not readily available. <MI> 



Much new technology is available in assistive devices. However, access problems 
(primarily funding) mean that people with disabilities are often unable to obtain them, or 
must do so with their own funds-if possible-at great personal sacrifice. <MI> 

People with disabilities who are eligible for Medicaid, their families, and advocates are 
often unaware of the optional services available under Medicaid that can be used to obtain 
supports for independent, integrated lives. <MI> 

Some new developments in adaptive devices and equipment may be costly. Handicappers 
on limited incomes, especially those who need sophisticated assistive devices, cannot 
always afford the equipment they need. <MI> 

The greatest problem currently facing case managers seems to be the delivery of 
increased and more effective services while struggling with large caseloads. <MN> 

Many case managers have not been prepared to perform the functions required by Rule 
185 during the process of change from counseling and advising roles to those of team 
planning, negotiation, coordination, and advocacy. 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 people. <MN> 

There are serious deficits in the availability of personal support services for individuals 
who can appropriately be considered developmentally disabled and for many other 
Minnesotans who have limitations in these activities. <MN> 

The public hearings, consumer satisfaction survey, and our own analysis of the current 
situation indicates that there are serious problems in the availability of both categorical 
and generic services in the following areas: transportation, recreation, personal support 
services, and technology. <MN> 

Without Medicaid reform there is little incentive to shift funds to families and support 
services. The Medicaid program historically has relied on institutional and large 
congregate case settings. Institutional services consumed 33 percent of service 
expenditures while community services received nearly 67 percent of service dollars. 
In-home family support received less than one percent of these dollars. <MN> 

Medicaid funds do not start with family support nor move with persons from congregate 
care settings to support service. <MN> 

In Missouri there are very few services which provide older people with developmental 
disabilities opportunities to choose how they would like to spend their retirement years. 
<MO> 



The social support network of individuals with developmental disabilities is often limited 
to immediate family and a few other individuals who generally also have a disability. 
More opportunity needs to be extended to individuals with disabilities to develop social 
support networks in the community at large. <MO> 

Support groups for individuals with developmental disabilities, such as "People First" 
groups, need to be fostered throughout the state. <MO> 

Training is needed to assist service providers and administrators on how to implement a 
full array of individual and family supports which facilitate independence and integration 
into communities. <MO> 

If Missouri chooses to expand community based support services they will need somehow 
to anticipate the increase in consumer and family expectations for these services. <MO> 

Individual supports for interdependent community living are very limited for individuals 
with more severe disabilities, particularly resources for assistive devices. <MO> 
Consumer and family needs for support services can be intermittent or continuous, may 
be needed at various levels of intensity at different times, and may be different for 
different communities. In other words, the provision of support for community living is 
fundamentally different from many of the existing service approaches used to assist people 
with developmental disabilities. Missouri, in the 1990s, will be challenged to identify 
mechanisms which will address some of the fundamental differences identified above. 
<MO> 

Involvement by people with severe disabilities in recreational and other community based 
activities continue to be limited and often segregated. <MO> 

There will be a greater need for training on community living skills, such as how to make 
choices and how to communicate, as people with disabilities continue to move into 
community based settings. <MO> 

Centers for Independent Living (CIL) provide a much needed community based resource 
for individuals with disabilities and for families. However, to date the CILs have placed 
more emphasis on providing services to people with physical disabilities than to all people 
with disabilities. <MO> 

Research on the nature and functions of case management and case managers is needed. 
<MO> 

The increasing rate at which technology is impacting upon rehabilitation service delivery 
is overwhelming. In order to deliver the best possible service to clients, family training 
and case management staff and managers must make a tremendous effort to bridge the 
gap between knowing what is out there and applying that knowledge successfully. For 



service agencies, the environmental data fed into the service delivery process arises from 
consumers, other community agencies providing services, federal and state rules and 
regulations regarding persons with disabilities' right to treatment, the numerous employee 
rights acts, and adaptive equipment technology sources and application methods. That 
provides one of the major challenges of today's service providers and the managers in the 
field of developmental disabilities. They must harness the enormous wealth of information 
and efficiently utilize it in combination with the information they are generating to 
achieve maximum benefit for their consumers. <MT> 

Low levels of reimbursement for Medicaid vendors may discourage provider participation 
and reduce the availability of supports. <MT> 

Current "individualized plans" are piecemeal and too short-term to be effective guides for 
persons with developmental disabilities. <NC> 

Consumers indicated in the survey and the public hearings that accessible, appropriate and 
integrated recreational services are generally not available for people with developmental 
disabilities. While some of the funding aimed at providing services for people with 
developmental disabilities includes provisions for recreation programs, there is no funding 
specifically earmarked for this purpose, nor are recreational programs a required 
component of any federal or state funded program. <NC> 

Family members are in desperate need of some relief as they struggle to provide a loving, 
challenging and sage environment for individuals with developmental disabilities. Respite 
care is an essential service for these families. Consumers indicate problems with in-home 
and out-of-home services ranging from total lack of respite services in some areas to 
poorly trained personnel, poor reliability of personnel and prohibitive cost in many areas 
which do have services. <NC> 

Causes for this shortage of personnel include limited training opportunities, limited 
opportunities for career advancement for those working in the field, low salaries and the 
undesirability of living and working in some remote areas. <NC> 

There is an identified shortage of professionals with expertise regarding developmental 
disabilities in both the public and private sectors. This includes interpreters, recreational 
therapists, cognitive retainers, speech/language therapists, physical therapists, 
occupational therapists and augmentative communication specialists. <NC> 

Concern was expressed that restrictive eligibility requirements (regarding income and 
severity of disability) limited access to adaptive equipment or assistive devices. <NC> 

Quality and type of adaptive equipment and assistive devices provided for individuals with 
disabilities are more than not dictated on the basis of what vendors are trying to sell 
rather than by what individual clients actually need. Such vendor-driven procurements can 



result in excessive expense and acquisition of equipment or devices that are non-usable 
because of their inappropriateness to individual client need. <ND> 

Many DD clients residing in community facilities throughout North Dakota are unable to 
have their adaptive equipment needs met in a timely manner. Theoretically, the adaptive 
equipment unit of the State Developmental Center at Grafton is ideally suited and 
responsible for addressing the adaptive equipment needs for clients in community 
facilities. However, because its first priority is meeting the adaptive equipment needs of 
individuals still residing at the Center, the adaptive equipment unit is unable to respond 
to client needs in the community as quickly or as effectively as it would prefer to respond 
to those clients. <ND> 

Many adults with disabilities who need adaptive equipment or assistive devices have 
limited financial means and no health insurance, yet are ineligible for Medical Assistance 
benefits. Often these same persons do not qualify for Vocational Rehabilitation services. 
As a result, they must rely on the generosity of private charitable organizations to meet 
their needs or else do without. <ND> 

Medical Assistance expenditures for durable medical equipment have increased 
substantially in North Dakota over the past five years. For the 1987-89 biennium, such 
expenditures approximated $1.5 million compared with about $400,000 for the 1983-85 
biennium. All too frequently, such equipment is purchased without the benefit of 
genuinely competitive bidding. <ND> 

Although recreation programs are seldom funded by federal or state monies, their repeated 
mention in the "Other" category on the Consumer Satisfaction Survey bears a comment. 
There is a need for appropriate leisure time activities for persons with developmental 
disabilities. Current community recreational activities may not encourage participation 
by persons with disabilities. Transportation to these activities may be an obstacle in some 
communities. The survey indicated that there is a continuing need for appropriate 
recreational activities. Communities must become aware of the need for not only 
specialized activities but also making real efforts to include persons with developmental 
disabilities in those open to the general public. <NE> 

Attendant care which is typically paid by Title XX (sic) Medicaid funds is another sensitive 
issue for persons who need this support. Several problems come up when this service is 
discussed. One of the basic one involves the relationship of the personal care attendant 
to the individual. There seems to be some confusion as to who is in charge. It seems 
reasonable that the person receiving the service should be considered the employer. Yet, 
since the payment is made through the Department of Social Services, it is often 
perceived as the "real" supervisor. This confusion in roles can cause problems when 
individuals with disabilities need to correct problems with their personal care attendants. 
Whenever problems with work performance arise, the individual with disability faces a 
potential dilemma. Many persons rely on their personal care attendants to enable them 



to live independently. Unfortunately, the job is low paying and attendants are not easy 
to locate. A person may accept poor performance, even neglect or emotional abuse, from 
an attendant because if they fire the attendant they will have no assistance at all. 
Finally, there is a concern expressed by some about the federal regulation against a family 
member receiving Medicaid payment as an attendant. This seems to be a particular 
problem for those in rural areas where attendants are hard to locate. They argue that a 
family member cannot afford to not work and provide this service. However, with the 
Medicaid payment they would be able to serve as the attendant. <NE> 

There are additional sub-populations of persons with developmental disabilities who have 
difficulty in obtaining appropriate support services. Families may find that locating 
respite providers for their children as they age becomes an increasing problem. Not only 
respite for an occasional break, but routine day care for all ages, preteen, teenage youth, 
and adults can be difficult to locate. Traditional day care providers usually phase out 
their service for school age children around elementary grades. Youth with developmental 
disabilities may still need supervision throughout their adolescence. This problem can be 
exacerbated for working parents during the summer months when school is out. <NE> 

Another population that faces difficulty in accessing services are those persons whose 
developmental disability includes behavioral problems. These individuals may require 
intensive one on one interaction. This may be extremely draining to families and other 
care providers. The needed staff ratio is so high that appropriate care is expensive 
wherever the individual resides. This inappropriate behavior may severely limit options 
that individuals have as far as housing, employment, and education opportunities. <NE> 

Persons with high medical needs may have a difficult time getting needed services. Both 
children and adult programs may have limited access to nursing care and medical services. 
Support services such as respite care, day care, and transportation may not have the 
capacity to handle services to persons with high medical needs. <NE> 

Difficulties in obtaining intensive supports for children at risk of an out-of-home 
placement, and a lack of community residential options for children who cannot be 
maintained at home, were concerns. <NH> 

Recreation and leisure are an important aspect of community membership. But because 
leisure activity is not a reimbursable service, it is specifically excluded from most service 
plans. <NH> 

People who bring specific complaints and service problems to the attention of the Council 
commonly report having no experience with or information about advocacy organizations. 
Most of these organizations have either an explicit or implied responsibility to conduct 
outreach activities. But as with other services, the needs of recipients far exceed the 
availability of personnel and funds. Greater attention to outreach, and coordination of 



outreach efforts, could be a source of information about services and appeal processes 
that would result in greater empowerment of consumers and their families. <NH> 

There is little evidence that people with developmental disabilities are able to make use 
of generic community resources for leisure and recreation. Evidence of membership in 
organizations, clubs, or community groups of any kind is rare. One consumer attempting 
to sign up for a swimming class at her local community recreation facility was told that 
she had to use the pool during "handicapped hours." Few developmental service agencies 
have made a concerted effort to develop working relationships with community facilities 
to meet the socialization needs of their clients. <NH> 

The single greatest need reported by consumers surveyed is for companion/friend/advocate 
assistance in the development of personal relationships and closer ties to the community. 
<NH> 

One difficulty frequently mentioned by consumers who attempt to secure services is an 
initial difficulty locating the responsible agency in their area and obtaining basic 
information. Many Area Agency names, for example, do not refer to developmental 
services and many local phone book entries do not make an association between the agency 
and the services it provides. Since many more people are eligible for services than any 
Area Agency has the funding to serve, there is little incentive for an agency to conduct 
an extensive outreach campaign. The difficulty is exacerbated by the fact that regional 
boundaries bear no relation to those of other services state Agencies or any natural 
political subdivisions of the state. <NH> 

Levels of community participation and friendships are markedly lower for people with 
developmental disabilities than for other citizens. <NH> 

Consumers have not found that social integration automatically accompanies placement 
in a community setting. Far too often, "community living" is experienced as loneliness 
and isolation from the community. While people are far better off in community as 
opposed to institutional settings, much more needs to be achieved. One parent describes 
the evening activities at the group home where her daughter lives as follows: "They get 
in their pajamas right after dinner and sit and watch TV. If someone gets up they are told 
to sit back down. Then at 9:00 they are sent to bed." <NH> 

Services are not evenly distributed through the state; more services are available in 
populated areas than in less-populated rural areas. <NJ> 

State-provided case management is subject to bureaucratic decisions and policies. Job 
descriptions, pay scales and salary increases may be difficult to change, while imposed 
changes or restrictions may adversely affect the delivery of case management. In 1989, 
for example, the state's hiring freeze impeded the Division of Developmental Disabilities' 
ability to meet the increased demand for case management. <NJ> 



Agencies may define and restrict the availability of services according to specific policies 
or practices. For example, an agency may provide respite care between the hours of 9 
a.m. and 5 p.m. on weekdays, but the family's greatest need may be between 6 p.m. and 
9 p.m. on weekends. In addition, respite care may only be available as an in-home service 
when an out-of-home situation is really needed. <NJ> 

Case management may be affected by a variety of barriers including: unrealistic 
caseloads, unstable staffing patterns, piles of paperwork, inadequate staff training, a lack 
of cohesion and coordination among different agencies, demands for direct service, 
conflicting roles for case managers involved with monitoring and quality assurance, and 
inflexible, prescriptive models for delivering services. <NJ> 

Four counties have not yet established Offices of the Handicapped/Disabled: Burlington, 
Cape May, Hunterdon, and Warren Counties. <NJ> 

There is considerable confusion about the respective roles of these county offices and the 
independent living centers. Both promote independent living, consumer participation and 
advocacy. Centers are nonprofit voluntary agencies while county offices are agencies of 
government. Each has its own strengths and weaknesses. Both are needed. <NJ> 

As government entities, the county offices have limitations to advocacy and can be 
subject to political control. The offices also cannot engage in fund raising, since they 
are public agencies. <NJ> 

The PAS program (DYFS) is now administered by the Division of Youth and Family 
Services, the state's "Title XX" social services agency. Using the standard social service 
limit of 80 percent of New Jersey's 1983 median income as the cut-off for free services, 
DYFS has established a cost-share formula with considerable flexibility. Exceptions can 
be requested from a reduction where disability or work-related expenses present a problem 
for a consumer. However, the "family" income standard may be applied to a person with 
a disability living with a spouse, despite the fact that the spouse usually provides 
significant personal assistance for which no payment is expected or allowed. The net 
effect penalizes both parties inappropriately, in effect increasing the dependence of the 
person with a disability on his or her non-disabled spouse. <NJ> 

The most serious barrier at the present time is qualified personnel to perform the direct 
services. There is an additional need for training and support of the consumers to use the 
services efficiently, effectively and responsibly. <NJ> 

The implementation period for the Personal Attendant Services Program has revealed some 
difficulties that require remediation. Some counties have been slow to initiate the 
program, while those involved in the demonstration phase may already have waiting lists. 
<NJ> 



There is a need for flexibility so that the personal attendant is permitted to perform 
essential personal services made necessary by the disability. This includes not only such 
household tasks as cooking, but also driving a car. In some programs, the aide may drive 
the client's car, but is not permitted to convey the client in a car owned by the aide. 
Current refusal by insurance companies to provide coverage in these instances must be 
further addressed. <NJ> 

The need for expansion of the interpreter services for the deaf, identified by the 
Governor's Task Force on Persons with Disabilities, continues. The fact that community 
agencies that may wish to accommodate deaf individuals, whether for service or 
recreational/social purposes, must pay the full cost of interpreter services is a distinct 
barrier to community participation of people with developmental deafness. <NJ> 

Although the Adult Protective Services Program is now fully operational, state legislation 
has never been enacted to specifically provide the Department of Human Services with 
statutory authority to render such services - hence there are no promulgated rules and 
regulations. A bill passed both houses of the legislature in spring 1988, but was vetoed. 
<NJ> 

Another problem relates to ownership of equipment needed by an individual. If the 
equipment is purchased by a school or employer, the owner wishes to keep it on site; it 
does not go home with the student or worker, even though it is equally useful in daily 
living or for homework. This is particularly true of communication equipment. <NJ> 

Funding for further expansion will be a problem. Despite active collaboration among 
interested parties, New Jersey was not successful in its first round application under the 
Technology Related Assistance for Individuals with Disabilities Act of 1988 (P.L. 100-407). 
This funding source, however, is not long-term. A revised application for second round 
grants was filed on December 1, 1989. <NJ> 

Because of the shortage of case manager positions, even individuals who have been 
declared eligible by the Division are increasingly being assigned to "social supervision," a 
minimal contact or follow-along service. <NJ> 

By law, the population eligible for services from the Division of Developmental Disabilities 
includes those of any age who meet the federal definition, plus those with uncomplicated 
mental retardation who may not meet the "functional definition." The division provides 
either case management or "social supervision" without full case management to all 
individuals accepted for functional services. Unfortunately, at this time, the Division is 
declaring ineligible those individuals who have met the functional definition but who are 
seen by the Division as not requiring another service that is not currently offered by the 
Division, even though case management may be what the client needs to access services 
from other agencies. <NJ> 



The lack of a comprehensive case management system in New Mexico means that, on an 
individual level, the ability to access services is extremely variable and not necessarily 
based on the needs of the individuals. <NM> 

Many find the case management available oriented toward payment and gatekeeping rather 
than consumer empowerment. <NM> 

People seeking services must find the appropriate point of entry by trial and error. If the 
individual/family has the skills or stamina to conduct the search, they may find supports 
and services that may be available. <NM> 

Services such as physical, occupational, and speech therapy; medical equipment and 
supplies; and home health care are the least likely to be fully covered by public or private 
funding, require higher co-payments, and are subject to more limitations that inpatient 
services. <NM> 

New developments in adaptive devices and equipment are often costly and therefore 
unavailable to people who need them. <NM> 

Recreation and leisure programs for individuals with disabilities tend to be in metropolitan 
areas and are limited because of access to facilities and existing programs. <NV> 

The lack of experience with Centers for Independent Living may also indicate lack of 
information about recreation and leisure programs which do exist through the Las Vegas 
adaptive recreation program, Alpine Meadows Handicap Ski School, Silver State Highrollers 
wheelchair basketball team, wheelchair tennis, Bureau of Services to the Blind recreation 
program, as well as limited track and field club opportunities for young adults. <NV> 

The fact that there is no one agency or entity that provides information on recreation and 
leisure programs for persons with disabilities or pursues the expansion of opportunities for 
programs is significant in consumer responses as indicated by 82% of the 164 respondents 
expressing a need for these services. <NV> 

Inadequate attendant care and meal, chore and respite services. <NV> 

Every assessment of need conducted and all direct experiences, regardless of disability 
group, age, location, experience with "the system" or professional background, point to one 
fact as possibly the single most critical current barrier to fulfilling any of the seven 
objectives established in the purposes of the Technology Act: most professionals simply 
are not aware of enabling technology let alone its potential and proven benefits. <NV> 

The capacity of Nevada's agencies, community service providers, employers and service 
organizations to provide and pay for enabling technology is severely hampered by outdated 
attitudes relevant to the potential of people with disabilities, lack of cross-disciplinary 



information and training relative to the proven potential of technological application, and 
insensitivity to cultural and age related aspects of rehabilitation and outreach. <NV> 

Coordination in planning for enabling technology breaks down, however, at the local level 
where many agencies, school personnel and agency staff maybe involved. Additionally, 
there is a great need for collaborative planning between state and local entities whether 
or not they currently provide technology services. Included among those are potential 
service providers excluded only by internal or legislated policy, and many potential private 
sector providers who are currently unknown and/or untapped by traditional service 
providers. <NV> 

Services to Nevada's rural areas are so limited in the area of technology they can be said 
not to exist. The Divisions of Rehabilitation and Special Education provide minimal 
assessment services and the Developmental Disabilities Council assists in procuring devices 
in exceptional circumstances. Nevada's large Indian population residing on reservations 
does without any services at all in this area. Expanded service delivery to our rural 
counties and reservations is all the more critical due to their isolation and inability to 
quickly access urban area facilities and resources. <NV> 

The lack of assessment and application of technology related services in a holistic 
approach to rehabilitation seriously inhibits the probability that Nevadans with disabilities 
will secure and maintain enabling devices which transcend the continuing transitions of 
lives. This is particularly true for older people with disabilities and those with severe 
disabilities because of the multiplicity and intensity of their disabling condition(s). <NV> 

Parents who are employed are frustrated by the lack of day care, after school, and 
recreation programs for their children. Not having these supports seriously affects the 
stability of the family situation. <NY> 

The results of the Consumer Satisfaction Survey, as well as other consumer input, 
indicated that the types of supports needed were often unavailable, not available when 
needed, or the service was not suited to their individual needs. This forces consumers to 
accept and "fit into" what exists. Many people feel this is the result of providers not 
listening to them when they expressed their needs for individualized supports. <NY> 

Parents and individuals with developmental disabilities want information about community 
resources, entitlements and rights, in language they can understand. <NY> 

Those activities currently referred to as case management or case coordination must be 
reexamined and changed so that individuals with developmental disabilities have, instead 
of numerous case managers, a designated individual who will help locate and provide those 
supports or services the individual or the family needs. <NY> 



A major barrier to expanding these guardianship and protective services has been funding 
limitations - the Ohio Department of MR/DD's budget for protective services has 
increased by only 8% over the past 4 years which has not allowed Advocacy and Protective 
Services, Inc. to significantly increase its services. An additional complication comes 
from the fact that the sole source of funds for protective services is the Ohio Department 
of MR/DD, which results in a conflict of interest in that the Department is a major 
provider and funder of service programs for persons with developmental disabilities. <OH> 

A problem is that state funding for protective services is limited to adults with 
developmental disabilities, particularly for those with mental retardation. There are no 
publicly funded protective services for adults who become disabled solely because of 
mental illness. <OH> 

The appointment of a guardian can be the most intrusive form of state government 
intervention for a person with a disability, potentially reducing the capable adult with a 
disability to the status of a child. <OH> 

Oklahoma is not unique nationally in that the need for certain therapist services exceeds 
the supply of trained professionals. However, Oklahoma does have a relatively low 
population density that creates three problems: (1) there is insufficient market size and 
density to economically justify the presence of these professionals in or near many 
counties and communities; (2) this requires the clients to travel long distances to receive 
services; (3) the expense of services, coupled with transportation and lost work time, 
creates significant financial hardships in many cases. <OK> 

The need for accessible and accurate information on services for people with 
developmental disabilities was mentioned more than once at each of the eight public 
forums. The need is also expressed by agency representatives whose job it is to locate 
services and resources for families and persons with developmental disabilities. <OK> 

Providing an individual with up-to-date, complete information on all appropriate public and 
private resources available and how the services may be accessed has been addressed in 
Oklahoma, but no program addresses all ages, all disabilities nor uses an aggressive 
marketing approach statewide to provide information on available services, where they are 
located and how to contact them. <OK> 

Many assistive technology devices are not well known, disseminated and/or are 
prohibitively expensive for use by citizens with disabilities. <PA> 

Although there are a variety of sources of technical, assistive devices (rehabilitation 
hospitals, vocational rehabilitation, universities doing research in the area) a very large 
problem is insufficient knowledge among consumers and professionals about what devices 
are actually available, how they work, and how they can be obtained. <PA> 



Once persons turn age 60, attendant care becomes the responsibility of the Department 
of Aging. This transition can be disruptive and may result in a more dependent model of 
support. <PA> 

There is a 500 person'waiting list for the Attendant Care Program for services and some 
persons have had their number of hours of attendant care cut back as a result of funding 
shortages. Moreover, there are citizens with disabilities living in rural parts of the state 
that are unaware of the program. <PA> 

Lack of related services, such as speech therapy, at the community level. <PR> 

People who are elderly in isolated communities cannot receive some services available 
due to transportation or someone who may serve as his/her companion. <PR> 

Services are fragmented making them hard to access. Eligibility for support services is 
restrictive. <SC> 

Private insurers are less likely to cover kinds of auxiliary health services persons with 
developmental disabilities require, i.e., speech therapy, physical therapy and occupational 
therapy. <SC> 

Funding for assistive devices is often not a covered services. <SC> 

Growing concerns are being expressed concerning gaps in service delivery. For example, 
the state offers relatively few in-home support services for either children or adults. The 
lack of availability of funding for such services is viewed as significant service gap. <SD> 

The lack of locally-based advocacy and guardianship services was viewed as a significant 
systematic weakness by a surprisingly large number of the individuals interviewed. While 
recognizing the efforts of the South Dakota Advocacy Project in seeking to develop a 
statewide network of citizen advocates and organizing a proactive guardianship program, 
several persons pointed out to us that, in many communities, both advocacy and 
guardianship services are not readily available or are available only on a limited basis. 
While ODDMH has attempted to alleviate this problem by applying for a Medicaid state 
plan amendment to provide guardianship as an adjunct to case management services, that 
amendment has been rejected by HCFA. <SD> 

A number of individuals commented that South Dakota's service delivery system places 
too little emphasis on the provision of supportive services in contrast to furnishing what 
might be termed "comprehensive" services. For example, within the ODDMH-administered 
service delivery system, the role of follow-along services has receded and facility-based 
programming has become more important. Also, as previously commented, the state lacks 
a distinguishable family support services program. <SD> 



South Dakota's means of providing case management services to persons with 
developmental disabilities has significant limitations. South Dakota lacks a distinct case 
management system focused solely on persons with developmental disabilities. In addition, 
case management services are not routinely available to children and their families. 
Unless confronted with a crisis, such services usually are not available. For adults who 
are receiving community-based services, "internal" case management services are 
available. For adults not receiving services, the provision of case management services 
is again triggered principally by the occurrence of a crisis. South Dakota's present system 
of provider-based, internal case management services, coupled with crisis-oriented 
"independent" case management services delivered principally through DSS local area 
offices or via direct crisis intervention by ODDMH staff, is out-of-step with contemporary 
practice which emphasizes the importance of independent case management as a means 
of assuring access to services and oversight of client services. <SD> 

Tennessee does not include personal care services in its Medicaid program, and in 1987, 
53 percent of the Medicaid funds in Tennessee were expended for the most expensive 
forms of medical care, inpatient hospitalization, and nursing home services. <TN> 
Tennessee has two independent living centers (ILCs) funded through Part B of the ILC 
Program administered by Rehabilitation Services. The Memphis Center was funded in 1983 
and the Chattanooga Center was funded in 1987. Applications from Nashville and 
Knoxville have not been funded due to small amount of federal funding available for this 
program. <TN> 

Tennessee's Medicaid plan mainly covers costs related to physician care, hospital care, and 
prescribed drugs. It does not include services such as therapy for speech, hearing and 
language disorders, or personal care services, which have the potential for allowing persons 
with developmental disabilities to function with greater independence, productivity and 
integration into the community. <TN> 

It is estimated that an additional 80 percent of persons with developmental disabilities 
could benefit from community-based publicly funded personal assistance. In Tennessee, 
this means about 60,000 more people need such assistance in order to increase their 
independence, productivity and integration into the community. <TN> 

There is a lack of resources for supports to individuals with developmental disabilities and 
their families, including continued support for persons who have achieved partial 
independence. <TN> 

The lack of available and accessible communication options continues to be a major 
obstacle blocking people with disabilities from full participation in society. Barriers in 
communication limit social and community involvement and also place severe restrictions 
on educational and employment options. <TX> 



People in Texas have a tremendous amount of difficulty accessing services because of a 
sheer lack of information about where to go to find out about programs. It's not 
uncommon for a person to make a dozen or more calls all over the state to track down 
information on services for a family member. <TX> 

There are concerns that case managers have such large caseloads that they are unable to 
provide enough individual attention to their clients and that they are experiencing 
"burn-out." Personnel issues include adequate training and pay. <TX> 

Case management has become a major policy issue in Texas as the number of agencies 
providing case management services has grown. On the state level, there are concerns 
that case management services are fragmented and duplicative. Questions are being 
raised about whether limited resources are being wasted. At the same time there are 
concerns that many people who need case management can't access it because eligibility 
criteria differ between programs. <TX> 

Not one of the state's 254 counties has a court investigator responsible for making visits 
and ensuring the information in the accountings filed by guardians accurately reflects the 
monitor the required accountings to ensure prompt filing, and there are no sanctions 
provided for failure to comply. <TX> 

Currently, there are no state records that indicate how many guardianships exists. <TX> 

According to a 1988 survey conducted by the Associated Press, half of all Texas 
guardianships were granted without a medical statement. More than 41% of the files 
surveyed contained no medical statement and 72% of the people in the files surveyed had 
no legal representation. The Associated Press study stated that people who need 
guardianship are afforded fewer rights than criminal defendants. <TX> 

Families expressed concern about the future of their adult children in their oral and 
written testimony to the Council. Who will care for their child when they can no longer 
do so? How can they be assured their child will not become a victim of abuse, neglect 
or exploitation? Where will the money come from to pay the legal fees for obtaining 
guardianship when their child reaches age 18? What does the law really say about 
guardianship? <TX> 

As the population of Texas continues to increase, so will the need for an array of 
guardianship options. The Associated Press study found that people who deal with 
guardianship issues believe that greater oversight in the guardianship process is needed and 
will become critical in the future. State laws to improve due process and court 
monitoring will need to be enacted. <TX> 

Many people with disabilities live in the community with the assistance of family and 
friends. However, families face enormous obstacles when dealing with the legal issues of 



guardianship which are so important to people with disabilities who are unable to make 
decisions for themselves. <TX> 

When not conducted appropriately, guardianship can strip individual rights to 
self-determination. Mounting evidence suggests that many people with disabilities are 
being poorly served and are often victimized and exploited by the very persons or agencies 
appointed to protect them. <TX> 

Texas laws are vague in defining who needs guardianship. Only in rare instances do Texas 
courts investigate the respondent's situation and condition. The Probate Code does not 
require expert testimony to establish a permanent adult guardianship. <TX> 

In conversations with case managers, the one complaint they have about the state services 
to targeted people is the problem of documentation. Workers are required to document 
their time every fifteen minutes to assure a Medicaid eligible service to a medically 
eligible client. Workers consider this rigorous documentation as time wasted with no way 
of tracking credibility. In their estimation, this is a "bureaucratic nightmare." However, 
Utah and other states were required to add this tracking method which is based on the 
medical model by federal officials. <UT> 

The HCBS Waiver policy on case management has not been entirely implemented for a 
number of reasons. First, many agencies have case managers, which results in a person 
who is receiving a variety of services from different agencies having that many case 
managers. There is presently no system that assigns one case manager for each client. 
Second, many case managers are not comfortable in their new role of designated advocate. 
Third, case managers also claim that their case loads are too high to deliver the kind of 
intensive services that this model requires. <UT> 

The critical issue with support services is availability, especially in the rural areas. <UT> 

While satisfaction with Virginia's direct services is generally high, satisfaction with 
supports (that are often needed to use services effectively) is much lower. <VA> 

The social support networks of most consumers are extremely limited. <VA> 

Case management services are viewed as inadequate to meet current demand, too rigid 
and inflexible to meet individualized needs, insensitive to individual choice, and ineffective 
given the current gap in service availability. <VA> 

Much of the issue of comprehensive case management is structural in nature. Currently, 
case management is provided by Community Service Boards (CSBs) to assist individuals 
living in the community by making available to them various services or programs 
available. Concomitantly, the CSB is also providing the services or supports identified by 
the case manager. Such a situation obviously presents great potential for conflict of 



interest to occur as case managers must not only concern themselves with their client's 
needs, but those of the CSB, their employer, as well. <VA> 

The number of consumers serviced by a case manager needs to be carefully monitored. 
It is unrealistic to assume that a case manager can effectively support persons living in 
the community with a caseload of 50 - 100 persons. <VA> 

Personal assistance services are desperately needed across the Commonwealth to address 
primarily the needs of Virginians with developmental disabilities who have physical 
impairments. Many of these individuals do not need ongoing training or supervision. They 
simply need someone to assist them with personal care or with household-related activities 
which they are physically unable to do without help. Many individuals are able to lead 
normal, productive lives with the use of intermittent services from a personal attendant 
who may provide assistance for only part of the day. Currently, personal assistance 
services are in extreme short supply and not funded. As a result, many individuals with 
physical disabilities are confined to convalescent centers, nursing homes, training centers, 
or other restrictive and costly residential service programs. <VA> 

Lack of affordable, accessible and appropriate community-based recreation/leisure option 
statewide. <VT> 

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 specialized 
that they become deprived of the natural responses and supports upon which people 
without disabilities depend. <VT> 

Lack of trained, qualified and readily available personal care attendants. <VT> 

Lack of programs in the state correctional system to deal effectively with people with 
disabilities. <VT> 

As of July 1988, 114 case managers provided services to 11,987 clients. Nationally, the 
current accepted caseload is no more than 50 clients per caseworker. <WA> 

In Washington State, personal services are offered under several different titles and all 
have their own unique eligibility rules and particular area of services offered. A lack of 
communication between these various programs often prevents the development of a 
comprehensive and accessible system. <WA> 

In Washington State alone, of the 14,500 people determined eligible for appropriate 
individual support services, approximately 3,600 are not receiving the appropriate support 
because of inadequate funding. <WA> 



One of the more pervasive barriers to full use of guaranteed civil and human rights are 
guardianship statutes. Guardianship laws are set and implemented by each individual 
state. The federal government can intercede only when a Constitutional right is denied 
by a state guardianship law. <WA> 

The high incidence of child abuse and neglect (3,800 such complaints are received by Child 
Protective Services each month), substance abuse, homelessness, babies born with alcohol 
and substance addictions, and the growing incidence of HIV/AIDS further compound the 
issue. <WA> 

Futures planning needs to start early and must focus on ability rather than disability. 
Professionals, parents and students need to work together to encourage participation at 
all levels. Attention needs to be focused on successful transition to jobs, expansion of 
statewide programs,and easy access to factual information. <WA> 

In spite of all the positive aspects of community integration, appropriate day activities 
for older people with developmental disabilities are not a reality. At this time, few 
people use regular senior center facilities and training is needed by staff in order to 
understand how seniors with special needs fit into programs. <WA> 

There is an increasing number of families who need support services because of the 
developmental disability of one or both parents. <WI> 

In 1987, there was a total of 29,456 reports made in Wisconsin under the Child Abuse and 
Neglect Act. Information is not collected on the number of children with disabilities who 
are abused or neglected or on the number of children who become disabled due to abuse 
or neglect. <WI> 

There are presently many adults who need guardians but don't have them. In some 
situations, these are individuals who are institutionalized for long periods of time and may 
no longer have family members actively involved who are willing to serve as guardians. 
<WV> 

Proponents of an independent case management system argue that the current system is 
undermined by the inherent conflict of interest that exists when the case manager works 
for an agency that also provides direct services to the same consumers. The case manager 
is no longer an independent broker of services and may not feel free to advocate for 
services from another provider. In West Virginia, the situation exists where case managers 
usually work for the largest, and sometimes only, service provider in a given area. Others 
argue that creating a system of independent case management would be costly and would 
not result in any substantive changes. An independent case manager will still need to 
work within the confines of the resources available, which are often limited. They 
contend that the independence of the case managers is meaningless if there's still "only 
one store to shop at". <WV> 



West Virginia recently applied, but did not receive a technology development grant for FY 
1990. <WV> 

Ninety-eight percent (98%) of the people reporting that they needed case management 
were either not receiving it or not receiving enough. It appears that people generally feel 
positively about their case managers, but still do not feel that their needs are being 
adequately met by the service system. <WV> 

There is a general lack of services for persons with mental retardation who are aged and 
there is a lack of agreement as to whether the responsibility for services should fall to 
programs for aged, programs for persons with mental retardation, or a special new set of 
programs. <WY> 

In Wyoming the independent living program does not report the number of individuals with 
developmental disabilities and the number of adult individuals with disabilities served in 
the program. <WY> 



INDIVIDUAL SUPPORTS: RECOMMENDATIONS 

Multiple States 

Supports to individuals with developmental disabilities that promote their independence, 
productivity and integration in the community should be a major policy goal in the 1990s. 
<MS,NM> 

Supports to individuals with developmental disabilities that promote their independence, 
productivity and integration in the community 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 people in all areas, of all ages, and 
with all types and levels of disability. <ID,LA,MT,WY> 

Funding levels for discretionary programs that stimulate the development of supports, 
including grants for recreation programs, assistive devices, community support systems 
in mental health, temporary child care/crisis nurseries, and independent living centers, 
must be maintained — and expanded where possible. These programs should not be 
sacrificed to the budget crisis while expenditures for more costly facility-based services 
continue to increase. <ID,LA,MT,WY> 

Coordination assistance ("case management") must be available to individuals with 
developmental disabilities and family members to facilitate arrangements for supports 
and their monitoring. Sufficient funding must be available to permit small enough 
"caseloads" for effective help with coordination; additional resources must be available 
for systems-level coordination. <ID,LA,MS,MT,WY> 

The availability of supports to individuals with developmental disabilities and their family 
members should not be limited to "medically necessary" services; public funding of 
supports should not be governed by health care finance requirements that favor 
medically-related and facility-based care. <ID,LA,MT,WY> 

Guardianship as a means of assistance should be considered as a last resort for persons 
in need of decision making guidance and then only limited in length and scope as necessary 
for independent living. <ID,MT,WA,WY> 

Federal funding for the Social Services Block Grant should be increased, as proposed in 
the Social Services Block Grant Restoration Act of 1989 (S. 704); proposals to earmark 
increased SSBG funding for specific services, rather than maintain state flexibility in the 
use of these funds to meet state-defined priorities in social services, are not 
recommended. <LA,MT,WY> 



Supports to families which include a family member with a developmental disability should 
be a priority in the 1990s, with emphasis on supports that reinforce the primary role of 
families in providing care and support to younger people with developmental disabilities 
and their ongoing role as part of the support system for adults with developmental 
disabilities and that involve families in the design, implementation and monitoring of 
family support systems. <ID,LA,MT,WY> 

Comprehensive education efforts should be undertaken to help translate the concept of 
a facility-free support system into reality, including: supports to the participation of 
communities, neighbors and informal organizations; an orientation for professionals in 
the service system to assist them in providing supports to individuals with developmental 
disabilities, family members and communities; and information from the consumer 
perspective on the significance of support. <LA,MT,WY> 

The revived interest in reports on federal expenditures, such as the recently enact 
requirements for state reports on Social Services Block Grant expenditures, should be 
expanded to provided additional information on how supports are financed and the 
availability of supports to people with developmental disabilities. This information should 
be complemented by consumer-based research on the relationship between supports and 
the ability to reach greater independence, productivity and community integration, 
building on the consumer survey undertaken for the 1990 Report. <LA,MT,WY> 

Develop a long term home care benefit under Medicare which would be available to 
current Medicare beneficiaries and children with disabilities on the basis of functional 
limitations. In addition, working-age people with disabilities should be eligible for long 
term home care on the same basis as elderly people and children. <LA,MT,WY> 

The federal government should remove the arbitrary exclusions in Medicare coverage on 
assistive devices and environmental controls which enable a person to improve his or her 
functioning or replace the function of a body organ. <ID,LA,MT,WY> 

Individual States 

There should be uniform national standards to protect persons under guardianship from 
abuse or denial of civil and legal rights which provide incentives for other forms of 
assistance in decision making such as individual and family support and advocacy in both 
the community and in institutions and less restrictive protective interventions such as 
increased case management for persons in the community. Standards should state that in 
any adjudication of competency or capacity which may result in the appointment of a 
Additional Public Guardians must be hired immediately to bring individual caseloads down 
to 30-35 clients per Public Guardian. This would require five new positions for Anchorage 
and one each for Juneau and Fairbanks. <AK> 



The Division of Vocational Rehabilitation (DVR) should continue to pursue funding for a 
statewide system of providing assistive technology to all Alaskans who need it. DVR has 
submitted a proposal for funds available under the Technology-Related Assistance for 
Individuals With Disabilities Act of 1988, P.L. 100-107. <AK> 

Public Guardians must receive orientation and on-going training on disabilities issues and 
be prepared to provide assistance to private guardians. In addition, they must give priority 
to identifying family members and friends who, with advice and support, would be willing 
to be guardians of individuals with disabilities. <AK> 

Supports to people with disabilities should promote independence, productivity and 
integration and embody the following principles: maximum consumer control and direction; 
priority for community based services; availability to people in all areas of the state, of 
all ages and with all types and levels of disabilities; individually determined to meet the 
unique needs of the family and the community in which they live. <AK> 

The state should join in the partnership with people who experience disabilities to explore 
ways to make state parks more accessible. This will benefit others who use state parks, 
such as older Alaskans, families with young children, inexperienced hikers, etc. <AK> 

The Department of Health and Social Services should increase the number of hours of 
personal care attendant services available to consumers. <AK> 

A long-term, stable interdepartmental funding base should be established to support parent 
and primary consumer groups, and family support networks. <AK> 

The Division of Vocational Rehabilitation (DVR), with the assistance of the Department 
of Education, private providers and support groups, should continue to pursue funding for 
a statewide system for the provision of adaptive equipment that would serve all Alaskans 
needing this service, not just those in school or eligible for DVR services. <AK> 

The Department of Administration and Advocacy Services of Alaska, in consultation with 
the Governor's Council, should publish a guide for people wishing to become guardians 
that makes the process more understandable and provides information on how to initiate 
guardianship proceedings and, if necessary, the statute should be revised to be more 
"parent friendly". <AK> 

There should be a Public Guardian office in each of the state's four judicial districts. 
Public Guardians are currently located in Anchorage, Fairbanks and Juneau. A Public 
Guardian should be placed in Bethel as soon as possible. The Department of 
Administration should consider further regionalization of Public Guardians to such 
communities as Nome, Kotzebue, Barrow, Dillinham and Ketchikan, so that smaller 
communities in Alaska have equal access to guardianship. <AK> 



Interventions such as educational programs and assistive devices must be provided for 
people of all age groups. <AL> 

Of optimum importance is a state-wide respite care system that is flexible enough to 
meet the diverse needs of persons with developmental disabilities and their families. 
<AL> 

An information, referral, and tracking system should be implemented. This system should 
cut across all state agencies providing services to people who have developmental 
disabilities and should be easily accessible as appropriate (e.g., consumers, general public, 
professional to information; selected offices to tracking). <AL> 

A case management system separate from the service providing agencies should be 
developed and become operational immediately. <AL> 

Support services such as the provision of technology, personal attendants, architectural 
modifications, and transportation must be provided as needed for the individual to live 
in the community. <AL> 

Alabama should take advantage of state and national expertise and develop a 
consumer-responsive assistive device/technology program. <AL> 

The DDS service system is based upon the developmental theory, that is "All persons with 
appropriate training and habilitation can progress." The Rehabilitation Services system is 
geared for persons who had skills and lost them due to accident or injury. Hence, it is 
appropriate that persons with head injuries be served by Rehabilitation Services through 
their Independent Living Services. <AR> 

Other disabilities with low incidence, such as Tourette syndrome and others, should also 
be served by a case manager from the Division of Developmental Services (DDS) who 
brokers service from other divisions as needed. <AR> 

Support the expansion of the independent case management effort across the state. These 
case managers can and should serve as monitors of community and institutional services 
and can provide a valuable resource of the Council in its role to monitor the provision 
of services. It is unrealistic to consider that the case managers who are employed by and 
have an inherent loyalty to direct service providers could provide this type of monitoring. 
<AR> 

Explore the potential to employ regular Medicaid personal care dollars to support persons 
living on their own or with families or as an element of a strategy to "blend" various 
sources of funding to finance community residences. <AR> 



Work with generic providers of recreation services and professional physical education 
and recreation associations to encourage them to incorporate as part of their 
organizational goals the inclusion of persons with developmental disabilities in their 
activities. <AR> 

Persons with physical impairment and normal intelligence should be provided with an 
independent case manager under contract to but independent of the Division on 
Developmental Services (DDS) with services being brokered from other divisions by the 
case manager as needed. Example: Rehabilitation Services should be responsible for the 
independent living piece, including needed technological devices, modifications to living 
and work settings. <AR> 

Revise the existing guardianship law so that it underscores the presumption of 
competency, requires that the person who is alleged incompetent be informed of less 
restrictive alternatives to guardianship, and ensures that guardianship is used to enhance 
the lives of persons with disabilities rather than to benefit the proposed guardian, service 
providers, even families or others. <AR> 

Recognize the unique support needs of adults and their families. Many adults who are 
advancing in years and who may still reside with their aging parents receive no formal 
supports in transition planning for the time when their families can no longer meet their 
needs. There is a need for such supports and for a concerted effort in the area of services 
for senior citizens with developmental disabilities. <AR> 

DDS should proceed with its plan to submit a case management plan amendment under 
Section 1915(g) of the Social Security Act to provide more broad-based case management 
services for persons with developmental disabilities, including those persons on waiting 
lists but not currently receiving services. <AR> 

Persons with physical impairment and mental illness should be provided an independent 
case manager, under contract to but independent of the Division of Developmental 
Services (DDS) with service being brokered from other divisions by the case manager as 
needed. Example: Mental Health should be responsible for services pertaining to the 
disability of mental illness, including follow-up and support when returned to the 
community. DDS should provide that portion of support that pertains to the 
developmental disability. In this way, funding for supports would come from both 
agencies, with the case manager coordinating services and funding. Persons with other 
dual diagnoses should be served in the same way. <AR> 

Make readily available to all people with developmental disabilities and their families, 
independent, broad-based, consumer-centered case management services of their choice. 
Case managers and management teams should effectively serve, not as determiners of 
services, but as communicators of service options and as brokers of services that 
consumers and families select. <AR> 



Improve interagency cooperation in the development of consumer-responsive policies and 
procedures regarding funding and delivery of technology services. <AR> 

Expand those support services needed by persons with developmental disabilities to live 
and thrive within the community. <AR> 

Match service types to personal support needs more effectively in order to make service 
delivery more efficient and more cost-effective, and to extend the most intensive supports 
to those who may need them most. <AR> 

The DDD must assure that each person is served by a case manager who is properly 
trained to manage the implementation of the individual's Individual Program Plan; 
maintain negotiated ratios regarding caseloads for all persons, both state and federally 
funded; establish performance standards for case managers which are uniformly applied, 
and assure that case managers are properly trained; and assure that case managers have 
the authority, accountability, and responsibility which will enable them to perform 
according to standards. The Executive branch and advocacy groups need to advocate for, 
and the Legislature needs to support adequate funding to implement the above 
recommendations. <AZ> 

There should be adequate supports and a monitoring plan to support persons with 
developmental disabilities who are in an independent environment. <AZ> 

An effective Individual Program Plan process must be implemented and used by the 
Division of Developmental Disabilities (DDD) as a basis for an individual support system. 
<AZ> 

Independent living training and appropriate supports must be provided to all individuals 
with developmental disabilities to enable them to progress toward full independence and 
integration. This should include knowledge about subsidized housing and residential 
options, and support services available in the community. <CA> 

People in need of attendant services should have more direct control over the training 
and employment of their attendants. Reimbursement rates for attendant services should 
be adequate to attract and retain quality attendants. Licensure and certification should 
not be required for attendants and respite care providers as this results in unnecessary 
barriers to their availability. <CA> 

Case management services should be provided for individuals who meet the federal but 
not state definition of developmental disability, in order to maximize the services 
available to meet their individual needs. <CA> 

For families with children living at home, the case management and assessment of family 
and in-home support needs must be focused on what is appropriate for the family unit and 



not solely on the individual needs of the child. More resources must be focused on 
supporting these families, in order that they may maintain their children at home as long 
as possible. <CA> 

Service plans (IPP, IEP, etc.) must be consumer-driven and reflect the real service needs 
of the individual, and must be monitored to assure full implementation. <CA> 

Social and recreational opportunities 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 developmental 
disabilities to make friends and establish support groups among people without disabilities. 
<CA> 

A mechanism to provide state-of-the-art technological assistive devices must be developed 
at the state level in order to provide them to people in need. <CA> 

The costs and benefits of alternatives case management models (such as independent 
service brokers) should be researched, and models piloted in order to more fully empower 
consumers to make their own service choices. <CA> 

Create a mandate for services and develop state funding for case management services 
for those not in the specialized developmental disabilities system. <CO> 

Support a special state income tax deduction for people with severe disabilities who do 
not receive publicly funded services and their families who are in the low and middle 
income categories, to partially offset increased costs of care. <CO> 

Support increased access to personal care and other support services via Medicaid Reform 
legislation at the federal level. <CO> 

Encourage state agencies and the judicial system to develop a statewide plan for 
corrections system diversion of offenders with mental retardation. <CO> 

Establish a statutory right to protective services and guardianship for all people at risk, 
including those with disabilities. <CO> 

Encourage development and use of both high and low technology applications for 
community living and employment. <CO> 

Consumer control is a policy to be maintained and enhanced. Consumers are the best 
experts on their needs and must be able to decide with what activities they need 
assistance and how many different persons are to be employed. Their power to recruit, 
hire, schedule, pay and, if necessary, fire their staff must be preserved. <CT> 



The non-medical model and the concept of consumer control must be maintained. The 
Personal Care Assistance Program has been continually threatened by professionalism, 
commonly health care related trade unions and administrators, who believe certain 
in-home assistance should be provided by licensed and regulated personnel. Personal 
assistants, who are directed by the person with a disability to carry out a wide variety of 
duties, are more appropriate to matching the needs of people with disabilities than 
professionals who are skilled in narrow duties. Second, accredited, certified, licensed 
and regulated health care "professionals" are more expensive than personal assistants and 
they are guided by their professional expertise rather than the person with a disability. 
Third, in-home professionals are hard to find, generally, let alone on a live-in basis. In 
addition, when agencies deliver professionals, they are often different people each day. 
Training must occur on a daily basis, thereby undermining consistency, reliability and 
quality. <CT> 

The maximum payment for Essential Services (personal assistance) is $650 per month or 
$9800 per year. People with severe and multiple disabilities have extensive needs costing 
|$12,000 and $21,200 annually. Payments should be expanded to a range of $15,000 to 
$20,000 annually, plus, use of up to $3,000 of these funds should be permitted for the 
purchase and installation of an emergency system and a monthly monitoring fee, adaptive 
technology or rehabilitation engineering. <CT> 

Essential Services (personal assistance) excludes receiving support from other programs. 
By design these "exclusive" provisions virtually prohibit anyone labeled mentally retarded, 
in particular, from using Essential Services. Excluding support from other programs should 
be eliminated. Many people face a major gap between the amount of support that is 
available and the amount of support they need. This gap can be overcome if people are 
able to combine programs with Essential Services. <CT> 

Abandon the use of sheltered settings to train people in basic living skills and to provide 
appropriate maintenance therapies. Instead, support people in independent living until 
resources are made available to provide appropriate on-the-job support. <CT> 

Personal services must be made available to all people with disabilities. Medicaid can be 
expanded to include more people as Medicaid-eligible but all people with disabilities still 
will not become Medicaid eligible. In order to make personal assistance available to all 
people, Medicaid needs to be used in conjunction with other state and federal programs 
that provide personal services. <CT> 

Identification and development of informal supports (e.g., circles of support) for people 
who are living and working in the community. <CT> 

Eliminate maximum limits on use of personal services and prohibition on use with other 
supports. <CT> 



Revise the State Medicaid Plan to include more persons with special health care needs 
who are presently served by medicaid waivers. <CT> 

Medicaid reform, if it is to fund case management services, must require the service to 
be independent of local service providers and with "caseload" size to assure monthly 
visitation by the case manager. <CT> 

Essential Services (personal assistance) should be divorced from the medical model. 
Medical data and other statements from a doctor, therapists, or other health therapists 
should not be necessary to receive authorization for the program. <CT> 

The Department of Human Resources must examine its role in providing "case 
management" to people with disabilities. Many people do not wish to be considered a 
"case" nor do they wish to be "managed." Rather than providing the "direct service" of 
"case management," the Department can be more effective regarding its caseworkers as 
"field coordinators" who are responsible for coordinating the programs of the Department 
with programs from other public and private agencies. <CT> 

Essential Services (personal assistance) is poverty-making. "Excess" income is directed 
to first pay medical bills and then to help pay for Essential Services. Remove the 
"spend-down" provisions. <CT> 

Eliminate the prohibition against one's spouse serving as a personal assistant. Enabling 
funds to be used with one's spouse makes the Personal Care Attendant Program function 
more like an entitlement. In addition, a spouse is most familiar with day-to-day care and 
that care is consistent, reliable and of the highest quality. <CT> 

Change federal policy on health care and family members. Personal assistance must not 
require at least one health care related activity for eligibility nor prohibit family members 
from providing personal assistance. <CT> 

Essential Services (personal assistance) is income-limited (i.e., means-tested). It should 
not be means-tested. Means-tested eligibility can act as an effective deterrent for gainful 
employment. Coverage of the costs of Essential Services may be regarded by the general 
population and people with disabilities as a welfare payment. Welfare is stigmatizing. 
<CT> 

Eliminate requirements tying personal assistance to work or work potential. Personal 
assistance should be an entitlement. <CT> 

Personal Care Services are not required by state statute to be certified and this 
noncertification must be maintained. There are many threats to the nonprofessional 
nature of personal services and more threats will arise as the independent living movement 
and consumer control grows. <CT> 



The Department of Human Resources must take advantage of its core funding relationships 
with the Institute of Human Resources Development to discover lessons from its Personal 
Care Assistant Program to create supports for people not eligible for support by some 
other human service agency. A videotape should be produced, and updated quarterly, 
describing the relationship amongst various state and federal benefit programs to 
employment. Grant funds should be used to experiment with "peak" packages enabling 
people to shelter part of their income as "corporate benefits," personal trusts, or savings 
accounts, in order to get off public assistance programs. <CT> 

The Personal Care Advisory Council should study, and issue a report with recommendations 
for change in legislation, regulations and appropriations one, the legal status of personal 
assistants with regard to employer/employee relations, labor law, fringe benefits, 
insurance and liability, unemployment compensation, and the Internal Revenue Service. 
<CT> 

Medicaid reform legislation must mandate that certain services - individual and family 
support services with assistive technology and independent case management - be provided 
by a date certain. <CT> 

The Council should include, as part of its monitoring process discussed in other chapters 
of this report, procedures for determining. the extent to which the Department of 
Recreation and Parks is effectively meeting the needs of individuals with developmental 
disabilities. <DC> 

The Council should, in collaboration with consumers, plan and implement procedures for 
increasing professional, family and social networks of individuals with developmental 
disabilities. <DC> 

The annual budget of the Government of the District of Columbia should be prioritized 
to allow for personal assistance services specifically designated for individuals with 
developmental disabilities and their families. <DC> 

The Council should contribute to or co-sponsor current efforts on developing legislative 
history on the Social Services Block Grant Restoration Act of 1989 (S.704). <DC> 

The Council should identify and select a cadre of articulate, knowledgeable individuals 
with developmental disabilities who avail themselves to speak out on individual support 
and other critical DD issues. <DC> 

A data bank should be established and kept current on the types of support services 
available to individuals with developmental disabilities and their families. <DC> 



The Council should develop and implement procedures for publishing and disseminating 
on a regularly scheduled basis, information on support services currently and potentially 
available for individuals with developmental disabilities and their families. <DC> 

The Council should put into place an early warning system, in collaboration with the 
appropriate human service delivery systems in the District of Columbia for individuals 
with developmental disabilities. Such a system would track, monitor and intervene to 
reduce the potential of subsequent incarceration. <DC> 

The Council, working in collaboration with its constituency and advocacy groups, should 
augment procedures for increasing quality of service delivery, including personnel, for 
incarcerated individual with developmental disabilities. <DC> 

The Council, working in collaboration with the Department of Corrections and other 
agencies and organizations, should develop procedures for meeting the special needs of 
inmates with developmental disabilities during their incarceration in general and 
post-release in particular. <DC> 

The Council should establish procedures for making an in-depth examination of the 
agency's "Annual Recreation Action Plan" for the purpose of insuring that the plan 
includes action strategies designed specifically for individuals with developmental 
disabilities. <DC> 

The Council should take action to assure that a representative with developmental 
disabilities be included as a member of the D.C. Advisory Committee on Recreation. 
<DC> 

Consumers in the satisfaction survey emphasized the need for a system of respite services, 
especially for children. Include support for respite for persons who are medically 
dependent. <DE> 

Establish priorities in the area of guardianship for residents of Stockley Center from the 
recommendations made by the working group established to review this problem. <DE> 

1992: Assess the need for and access to outpatient speech, occupational and physical 
therapy services for the elderly and persons with disabilities within the catchment areas 
of the three Long Term Care facilities run by Public Health. <DE> 

Provide Alzheimer's and Medical Adult Day Care in all three counties. <DE> 

Investigate the need for funding for provision of day care for elderly persons with DD. 
<DE> 



Gradually expand eligibility under the Social Services Block Grant to cover non-elderly 
persons with disabilities up to 200 percent of poverty and elderly people up to 150 percent 
of poverty. <DE> 

Identify funding sources for the provision of personal care attendants to persons with 
physical disabilities to enable those persons to live in the community. <DE> 

Encourage consumers to aid in educating the legislature and the public on the need for 
attendant services. <DE> 

Public hearing participants recommend the establishment of a central coordinator for 
respite services, in order to better control the quality and delivery of services. <DE> 

Public hearing participants recommend the expansion of day care and respite services 
throughout the state and identification of program models which have proven successful 
in other states to develop a program for implementation in Delaware. <DE> 

Advocate for legislative action to develop and fund attendant care services for persons 
with disabilities. <DE> 

Increase fund-raising efforts in order to provide meals for more homebound elderly. <DE> 

Expand respite service. <DE> 

Public hearing participants recommend the expansion of services such as the Harvest 
Senior Program which provides for food shopping services for seniors living in Dover. This 
type of program needs to be expanded throughout the state along with appropriate 
guidelines which include a greater proportion of those who are in need of such services. 
<DE> 

Encourage transportation and meal preparation for homebound elderly. Implement 
creative incentive programs for volunteers. <DE> 

Increase publicity and outreach to those people who are elderly and persons with 
disabilities who depend upon homemaker service. <DE> 

Explore alternative systems of implementing homemaker services which prove to be more 
cost-effective. <DE> 

Parents and consumers attending the public hearings recommend that standards for quality 
of services provided by homemakers be established. Standards will help in providing 
consistency in the delivery of services. <DE> 



Explore the feasibility of adding case management for people who are elderly and persons 
with disabilities as an eligible service within the state's Medicaid Program. <DE> 

Fund ($6,300) the Division of Mental Retardation request in FY 1991 for one additional 
senior case manager position to provide case management for the expected increase in 
clients who are referred for active treatment services through the OBRA screening 
process. The federal government will pay 75% of the total cost. $6,300 is the state's 25% 
match. <DE> 

Fund the 1990 Legislative Budget Request for $6.5 million for the Florida Family Care 
Program. Ensure that these funds are used to provide specifically designed supports 
needed by individuals and their families, based upon an IHP which includes a long-term 
view of where and how the individual should live, learn, work and play in one to three 
years. <FL> 

Encourage the expansion of Foster Grandparent Programs to capitalize on the valuable 
resource available in Florida's population of older citizens. Many young people with 
developmental disabilities and their families could benefit from the young person having 
an ongoing, personal relationship with an older adult. <FL> 

Develop a computerized data base which will enable efficient matching of the individual's 
characteristics and needs with the programs and services and their eligibility criteria. 
Install this resource at the local HRS Service Center. Provide training for case managers 
on use of the system. Evaluate the impact of the service to determine its improvement 
of service delivery and consumer satisfaction. <FL> 

Habilitation plans alone fail to ensure that individuals obtain the services needed to 
achieve a good quality of life. An adequate number of qualified case managers must be 
made available and empowered to ensure that services are organized, delivered and 
evaluated to determine their effectiveness. Without adequate case management services, 
individuals will continue to face barriers to exercising choices and barriers to obtaining 
services. Lack of case management will continue to result in fragmented outcomes for 
individuals. <FL> 

Ensure that all individuals with developmental disabilities who are in need of legal 
guardians receive this needed support. <FL> 

Expand individual support services tailored to each individual situation. <GA> 

Case management services must be available to all who need it, must span across 
agencies, and must focus on persons who fall through the cracks in agency services. 
<GA> 



Specific individual therapies necessary for independence and productivity should be 
available. <GA> 

Expand independent living services. Responsibility for provision of these services should 
be clarified and coordinated. <GA> 

An education program for physicians and hospital social workers is needed. The training 
should include medical students as well as current physicians, especially obstetricians, 
pediatricians, and family practitioners. <GA> 

Establish resource centers to maintain and disseminate information related to 
developmental disabilities, technology, and available agencies and services and develop 
accompanying directories of information, including telephone information service. <GA> 

Advocate for accessible information and communication (large print, tapes, TDD, 
interpreters, and Braille) at all public events. <GA> 

The Council recommendation is to seek and attract qualified speech therapists and 
certified interpreters in order to provide adequate services in this area. <GU> 

The Council recommendation is to upgrade, improve and develop recreational programs 
accessible and suitable for individuals with developmental disabilities. <GU> 

The governor will create a Technical Assistive Devices Task Force which will develop 
options for generating resources to assist people with developmental disabilities in 
obtaining the necessary assistive devices which will allow for independence, productivity 
and integration. <HI> 

By 1992, the federal and state governments should increase funding to support independent 
living programs. <HI> 

The legislature should allocate funding to agencies providing assistance to people with 
developmental disabilities for personal assistant services. <HI> 

All agencies working with people with developmental disabilities on employment plans 
should address the recreation and social needs of that person. <HI> 

Expand the mechanisms for claiming reimbursement for assistive devices for persons with 
developmental disabilities. <HI> 

Develop the mechanism and apply for inclusion of targeted case management services 
for the Zero-to-Three Project and the Developmental Disabilities Division's services. <HI> 




