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ANEW WAY OF 

Over the past several years, we 
have learned about people with 
developmental disabilities, what 
they are capable of doing, what is 
important in their lives, and how 
they can be supported in commu
nities. From what we have learned, 
we are changing our way of think
ing and our way of acting. A parent 
and leading professional in the 
field, Toni Lippert has observed the 
following changes in Minnesota: 

• A shift from expanding system 
capacity to increasing service 
quality. 

• A move from fixed and predeter
mined expectations of persons 
with severe disabilities to higher 
and more demanding expecta
tions by the individuals them
selves, their families, and 
service providers. 

• A move from short-term, devel
opmental planning to life-long, 
functional planning. 

• A move from providing a service 
continuum with emphasis on 
"special facilities and programs" 
to seeking a service array that 
adapts generic resources by 
providing the assistance and 
support as needed. 

• A move from a fragmented 
grouping of separate and inde
pendent services (residential, 
day training, education) to 
recognition of the need for a 
holistic, interdependent and in
tegrated service system. 

• A move from a system of offering 
models of service delivery to one 

where it is possible to create in
dividualized support. 

• A move from service payment 
based on facility budgets toward 
reimbursement based on vendor 
performance and individual 
needs (Toni Lippert, personal 
communication, 1986). 

Dan, 16 years old, 
receiving nourishment. 
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based on-.-~e knew, it has now 
become clear that funding will 
have to be reorganized to support 
meaningful change. 

Regulations governing use of 
federal funds (Medicaid) often de
termine both the shape of public 
policy and the type of services pro
vided. We have been very creative 
and effective in using funding and 
policy opportunities to provide ser
vices. Much has changed, but not 
enough. We need to use what we 
have learned to shape the system 
so we can move beyond a focus on 
maximizing federal funding to one 
of building opportunities for people 
with developmental disabilities. 

Who Are the People 
with Developmental 

Disabilities? 

One way of thinking about peo
ple with developmental disabilities 
is linked to definitions and num
bers. Historically, services were 
provided to those Minnesotans 
who were diagnosed as "mentally 
retarded." In 1985, however, the 
Legislature recognized people with 
"other related conditions" and 
made them eligible for services 
(M.S. 252-27, Subd.1 ). 

The official definition of "devel
opmental disabilities" is contained 
in the Developmental Disabilities 
Act of 1984. The federal definition 
is based on the nature of the im
pairment (mental and/or physical), 
the age of onset and the long term 
nature of the disability, the sub
stantial effect on the individual's 
ability to function in several major 
areas of life activity, and the de
gree to which the person needs on
going services. People with 
developmental disabilities are con
sidered to be those people with the 
most severe disabilities. A com
monly asked question is how many 
people with developmental disabil
ities are there in Minnesota? While 
there is no definitive answer, the 

A developmental disability is a severe, chronic disability which: 
• Is attributable to a mental or physical impairment or a combination of 

mental and physical impairments; 
• Is manifested before the person attains age twenty-two; 
• Is likely to continue indefinitely; 
• Results in substantial functional limitations in three or more of the follow

ing areas of major life activity: self-care, receptive and expressive lan
guage, learning, mobility, self-direction, capacity for independent living 
and economic self sufficiency; 

and 
• Reflects the person's need for a combination and sequence of special 

interdisciplinary or generic care, treatment or other services which are 
of lifelong or extended duration and are individually planned and coordi
nated. 

Source The Developmental Dlsao1i•t1es Act of 1984 (PL 98-527, Section 102) 

Governor's Planning Council on 
Developmental Disabilities has 
used three prevalence rates to esti
mate an answer. Based on the esti
mated 1985 Minnesota population 
of 4,193,000 the following figures 
were obtained: 

Prevalence 
Rate 

People With 
Developmental 

Disabilities 

The New Way of Thinking 
Starts From a Different 

Perspective 

People with developmental dis
abilities are, first and foremost, 
people with ability. Without special 
assistance some people with de
velopmental disabilities cannot 
take advantage of the freedoms 
and opportunities of our society. 
They are, however, fundamentally 
more like the rest of the population 
than they are different from it. 

People with developmental 
disabilities have special needs, but 
their basic needs are the same. 
Funding, policies ahd services 
often have been focused only at 
the special needs of people with 
developmental disabilities. The 
result has been that their basic 
needs have gone unmet. 
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We have learned that services 
are most successful when basic 
needs are met in the context of ad
dressing special needs. People 
with developmental disabilities, like 
all people, need: 

• To be seen, first of all, as people. 
• To experience love and friend

ship. 
• To experience continuity in their 

lives, especially in relation to the 
people who are important to 
them. 

• To be respected and treated 
with dignity. 

• To have access to opportunities 
and information, to make 
choices and to exercise their 
rights. 

• To learn those skills which are 
needed to participate, as much 
as possible, as valued members 
of their community. 

• To have a decent and appropri
ate place to live. 

• To have meaningful employment 
and contribute to the community. 

• To have opportunities to con
tinue to learn throughout their 
lives. 

In response to these basic 
needs, our hopes for the future and 
our thoughts about the quality of 
our lives are often concerned with 
three basic issues-HAVING A 
HOME, not just a roof over our 
heads; LEARNING skills which are 
useful to our lives and careers, not 
just going to school; and WORK
ING, not just keeping busy. There 
is a fourth basic issue which gives 

vitality and fullness to our lives
DEVELOPING AND SUSTAINING 
RELA Tl ONSH I PS with people who 
depend on us and upon whom we 
can depend. 

A real home is a place to live the 
most personal moments of our 
lives. A home provides security 
and comfort, allows us to make 
choices and express ourselves. 
The people who share our homes 
are usually the people with whom 
we choose to spend time, be 
ourselves and feel close. 
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Real learning is lifelong. It means 
learning to understand ourselves. 
Learning involves developing skills 
which are useful to us both as indi
viduals and as members of com
munities. The people with whom 
we learn are also teachers. Many 
become friends we can count on 
throughout our lives. 

Real work means earning a liv
ing, being productive and making 
a contribution to our community. 
The relationships we develop with 
the people with whom we work are 
important to us. 

Having a home, learning and 
working-each involves us as 
members of a community who both 
receive the support of others and 
make contributions to the commu
nity. Each involves us in the contin
uing process of individual growth 
and expression. Each involves us 
in developing relationships. 

Having a real friend means be
ing involved with someone who 
chooses to spend time with you 
just because they want to and not 
because they are paid to do so. 
Real friends broaden our opportu
nities and enrich our lives. Real 
friends are hard to find. It takes 
most of us a long time through con
tact with many different people to 
find that small group of friends who 
really matter. Opportunities that 
lead to friendships are essential. 

People with developmental dis
abilities often are more handi
capped by the environment than 
by their disabilities. Historically, our 
thinking and actions have focused 
on the in abilities of people with de
velopmental disabilities. The con
cern was with "fixing the person" or 
"curing the deficit." Over time that 
focus has shifted to building on 
cap abilities and assisting individu
als to develop and use their abili
ties. 

The most dramatic shift in our 
way of thinking is the recognition 
that the social and physical envi
ronments are often a greater issue 
than abilities and disabilities. This 
is especially true in considering the 
expectations others have of people 
with developmental disabilities, 
and what people do based on 
those expectations. 



is 42 years old. 

She has live • t e nstitutions t of her life. Shirley has severe 
spasticity in al he • bs. She was considered unable to communicate 
until she met the bioengineering team from the Association for Retarded 
Citizens-United States (ARC-US). Now with a computer, Shirley for 
the first time in her life is able to activate parts of her environment with 
sounds. By uttering the following sounds she creates enjoyable activities 
for herself: 

"Four" -stories read on a videotape. 
"Bee" -three different sequences of her family presented on 

videotape. 
"Move"-a massage pad is activated. 
"Ray" -a radio is turned on so she can enjoy her favorite music. 
"Off" -she can turn all activities off. 

The sense of accomplishment and enjoyment Shirley is experiencing 
through this technology is clear from her joyful facial expressions. Soon 
she will be moving out of the institution and into a small residence in the 
community. Her home will be designed so Shirley can control her environ
ment. Shirley's story is available on a videotape, "New Horizons," from 
ARC-US (Cavalier and Brown, 1986). 

We have made great advances 
in bringing very sophisticated tech
nology to bear on the lives of peo
ple with disabilities. People who 
have trouble speaking were often 
unable to interact with others be
cause of the low level of technol
ogy put at their disposal. People 
who had trouble moving their 
hands simply could not use sign 
language to their advantage. In a 
very short period of time, we have 
moved from manual spelling 
boards to laptop computers to syn
thesized speech to gaze activated 
computers. 

The new way of thinking about 

developmental disabilities empha
sizes supporting individuals, 
families, and communities. This 
support has several dimensions: 
• Basing the provision of services 

on the informed choices, 
strengths and needs of individu
als with developmental disabili
ties and their families, rather 
than forcing them to choose 
among a narrow range of pre-set 
options and approaches. 

• Planning and providing services 
based on what people need and 
the abilities they have, rather 
than providing more services 
than are needed, or not provid
ing those services which are 
needed. 

• Supporting the individual, family 
and community members to gain 
access to the resources avail
able in the community-jobs, 
houses, relationships with 
families, friends and associates 
-rather than replacing those re
sources with places populated 
only by professionals and other 
people with disabilities. 

• Coordinating services and sup
ports around the life of the indi
vidual rather than around the 
needs of staff and services. 

• Recognizing the abilities of ordi
nary citizens-children, co
workers, neighbors-to teach 
people skills, assist them to par
ticipate and contribute, model 
appropriate behaviors, and de
velop relationships. 

We have learned that all of these 
advances are possible. We have 
learned that when they are accom
plished the quality of life experi
enced by all citizens is improved. 
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A NEW PERSPECTIVE ON 

An overview of the history of 
changes in services to people with 
developmental disabilities pro
vides a context for considering an 
emerging policy perspective. In 
the 1800s thinking about develop
mental disabilities was marked by 
the concept of benevolent shelter. 
The eugenics movement in the 
United States during the early 
1900s contributed to thinking 
of people with developmental 
disabilities as "defectives" and 
"deviants" who should be sepa
rated from community life 
(Wolfensberger, 1975). Thinking 
about developmental disabilities in 
these terms resulted in a central
ized approach under which all resi
dential, educational, work 
opportunity and other services 
were provided by institutions. In 
Minnesota and all other states, 
large state hospitals were con
structed to deliver publicly sup
ported services to people with 
developmental disabilities. 

Beginning in the 1950s, expand
ing knowledge about the causes of 
developmental disabilities, new 
training/treatment programs, the 
civil rights movement and other 
factors began to change the think
ing about developmental disabili
ties. The change in thinking about 
developmental disabilities was 
characterized by such themes as 
right to treatment, least restrictive 
environment, due process and hu
man dignity. The policy response 
to this way of thinking called for 
"deinstitutionalization" and provi
sion of community residential, edu
cational and vocational services. 

In Minnesota the shift toward a 
community orientation of services 
resulted in the construction of Inter
mediate Care Facilities for People 
with Mental Retardation (ICFs/MR), 
mandated special education 
classes in public schools and cre
ated developmental achievement 
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centers (DACs), work activity cen
ters (WACs) and other community 
agencies to provide day programs. 
Community services have suc
ceeded in placing people with de
velopmental disabilities in local 
communities, but have had less 
success integrating them into com
munity life. 

The new way of thinking about 
individuals focuses on outcomes: 
living in real homes, learning in 
regular schools and working in real 
jobs. These outcomes are to be 
achieved through support services 
provided on an individual basis. 
Implementation of policies derived 
from the individual approach to 
services has resulted in a new set 
of residential, educational and em
ployment alternatives. Individual 
residential supports in Minnesota 
include the Family Subsidy Pro
gram, the Home and Community 
Based Waiver, Foster Care, Semi
Independent Living Services 
(SILS) and other arrangements. In
dividualized Education Programs 
(IEPs) and other provisions in the 
Education for All Handicapped 
Children Act (P.L. 94-142) charac
terize the implementation of this 
approach within the educational 
sphere. Work opportunities which 
have resulted from the individual 
approach to services include sup
ported employment, transitional 
employment and competitive 
employment. 

Each of the policy approaches
institutional, community oriented 
and individualized-has resulted in 
distinctive types of facilities, ser
vices and supports. The following 
milestones mark changes from an 
institutional to community to an in
dividualized approach to service 
delivery during the past 30 years. 

Thirty-five years ago parents re
volted and protested the neglect 
and exclusion of their children with 
mental retardation. The most signif
icant progress since that time has 
been the emergence of individuals 
with mental retardation as persons 
in their own right, as fellow human 
beings claiming their place in our 
society (Dybwad, 1985). 





ANEW WAY OF 

In our society, learning is a val
ued activity, important to the devel
opment of individuals. Growth, 
learning and belonging are impor
tant to all children, but especially to 
children with developmental dis
abilities. If these children are to 
participate and contribute to their 
communities, it is essential that 
their education be efficient and ef
fective. Many children with devel
opmental disabilities have difficulty 
learning. It is critical that we de
velop strategies and approaches 
to prepare children for life and en
hance their individual capabilites. 

Historically, the changes in our 
thinking about education have par
alleled, and in some cases deter
mined, our thinking about other 
areas of life. When the institutional 
approach prevailed, young people 
with developmental disabilities did 
not attend public schools; they 
stayed at home, were admitted to 
state institutions, or attended spe
cial, private schools. A shift from 
this prevailing practice took place 
in Minnesota in 1957 with the pas
sage of the Special Education for 
Handicapped Children law (M.S. 
120.17). The law required all 
school districts to provide special 
education services to children 
whose IQs were above 50. The 
provision of services was made op
tional to children with more severe 
or untestable levels of disability. In 
response to the resulting lack of 
educational opportunities for chil
dren with severe disabilities, De
velopmental Achievement Centers 
(DACs) began providing educa
tional services to these children 
(and to adults) on a pilot basis in 
1961, and on a permanent basis in 
1963. 
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In 1971, public scho cial 
education services were mandated 
in Minnesota for all children with 
disabilities. As a result of this 
amendment to Minnesota's special 
education statute, most special ed
ucation services were offered in 
separate classes in regular 
schools or in special schools within 
local districts during the early 
1970s. 

Federal legislation (P. L. 94-142), 
passed in 1975, shifted emphasis 
in Minnesota from one of getting 
children with disabilities into 
schools to an emphasis on the na
ture of the education they receive. 
Federal education policy sup
ported the concept of individual
ized, outcome-oriented learning 
experiences for all children with 
disabilities. Minnesota's educa
tional services to children with dis
abilities reveals both changes in 
the way we do things and emerg
ing needs and issues. The follow
ing sections summarize current 
educational services from 
preschool to adult vocational 
programs. 

The Education for All Handi
capped Children Act (P.L. 94-142) 
requires each state to provide edu
cational services consistent with 
the following major guidelines: 

• FREE AND APPROPRIATE ED
UCATION: Public schools must 
identify all students with disabili
ties within their geographic 
areas and provide free instruc
tional and support services to 
meet each student's unique edu
cational needs. 

• INDIVIDUALIZED: Public 
schools must recognize that 
each learner is unique and has a 
right to an education which is 
tailored to individual strengths 
and needs. 

• INTEGRATED SETTING: To the 
maximum extent appropriate, 
children with disabilities are to 
be educated with children who 
are not disabled. Special 
classes are to occur only when 
the nature or severity of the dis
ability is such that education in 
regular classes with the use of 
supplementary aids and ser
vices cannot be achieved satis
factorily. 

• DUE PROCESS: Parents or 
guardians must be provided with 
prior written notice of actions 
which might affect the status of 
their child. If disagreements can
not be resolved through concilia
tion conferences, a due process 
hearing must be conducted with 
both sides represented before 
an impartial hearing officer. 



Cory, left, and Dan are in the 
Special Friends program at Capitol 
View School in Roseville. 
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The role of the family is not an edu
cational extension of the interven
tion program. Rather, the opposite 
is true, the intervention program 
should be an extension of the fam
ily .... (Wright, Granger, and 
Sameroff, 1984). 
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Early Childhood
Birth Through Age Five 

Early childhood is a time when 
growth, learning and belonging are 
critical issues. The stimulation and 
learning that take place in the first 
two years of life are critical to child 
growth and development. The ab
sence of stimulation and learning 
during this period has lifelong con
sequences. It is also the time when 
families develop the basis for their 
ongoing relationships and children 
learn about play and friendship. 
The quality of infant care and stim
ulation depends on the knowledge 
and skills of parents, guardians 
and others caring for the child. 

In Minnesota, four public agen
cies are involved in providing early 
intervention and early childhood 
family education programs. The 
Department of Health provides 
Services for Children with Handi
caps, Maternal and Child Health, 
Early and Periodic Screening, 
Community Health Services and 
Public Health Nursing Services. 
The Department of Human Ser
vices provides Early and Periodic 
Screening, Diagnosis and Treat
ment; Developmental Achievement 
Centers; day care and nursery pro
grams; and case management. 
The Department of Jobs and Train
ing supports Head Start programs. 
The Department of Education of
fers Preschool Screening, Early 
Childhood Special Education, 
Early Childhood Family Education, 
and Community Education. To en
sure that the early intervention and 
education services provided by 
these state agencies are coordi
nated, the 1985 Legislature re
quired all school districts to 
provide leadership in lnteragency 
Early Learning Committees. 

The Early Childhood Special Ed
ucation services of the Department 
of Education are most directly 
linked to the integration of services 
for children prior to their entry into 
regular school programs. In 1967, 
Minnesota passed permissive leg
islation allowing school districts to 
serve preschool children with dis
abilities and receive full state aid. 
The importance of preschool edu
cation was further recognized in 
Minnesota in 1985 (M.S. 120.17) 
and by Congress in 1986 (P. L. 99-
457) by mandating education for 
all children with disabilities from 
age 3 to 21. The legislative agen
das of advocacy groups in Minne
sota continue to place a high 
priority on achieving mandated 
services and education for children 
from birth. 



Preschool programs are deliv
ered directly by school districts or 
indirectly through contracts with 
other districts or agencies such as 
Developmental Achievement Cen
ters. The services may be provided 
in the home, in a center or through 
consultative arrangements. The 
common theme of early special ed
ucation programs stresses parents 
or principal caregivers as the 
child's primary teacher. 

Table 1 depicts the extent of par
ticipation in preschool special edu
cation programs in Minnesota. In 
total, 8,660 children from birth 
through age five received such 
services in 1985. They represent 
10.6 precent of all children receiv
ing special education services dur
ing that year. Just over one half (52 
percent) of Minnesota school dis
tricts opted under permissive legis
lation to provide services to 514 
children from birth to two years of 
age during 1985. The Minnesota 
State Department of Education es
timates there are approximately 
1,500 children in this age group 
who are eligible for services, but 
are not currently receiving public 
school services. 

The total cost of preschool spe
cial education services in 1985 
was $15,069,000. Local sources 
provided 26 percent of the funds, 
state sources provided 60 percent 
and 14 percent came from the fed
eral government. Cost-benefit 
studies demonstrate this is a wise 
use of resources. For each dollar 
invested in preschool education, a 
savings of $4. 75 is achieved in 
lower special education costs, re
duced welfare payments, and 
higher worker productivity 
(Weikart, 1983). 

Number of Preschool Age Chlldren with 
Speclal Needs Served In Minnesota Pub
lie School Special Education Programs 
and Under Contracts with Other Agen
cies, 1985. 

Table 1 

Age Children Served Percent 

Source: Minnesota Department of Education, 
1985. 

With the advent of P. L. 94-142 
there is a great need for parents to 
know how to use the empower
ment they have under this legisla
tion (Betty Pend/er, parent). 
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Students Served (ages 6-21 ), Expenditures and State and Federal 
Aids Paid by Special Education Program Area 
In Minnesota During Fiscal Year 1983-84 

Table 2 

Program Area 

Students Served 
(undupllcated count) 

Number Percent 

Source: Minnesota Department of Education, 1985. 

The challenge today is to take what 
we have learned from the special 
programs and begin to transfer this 
knowledge to the regular class
room (Will, 1986), 
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Total Expenditures 
{thousands) 

Amount Percent 

State and Federal 
Aids Paid (thousands) 

Amount Percent 



The School Years
Kindergarten Through 

Grade 12 

In fiscal year 1984, over 699,000 
students were enrolled in Minne
sota public schools. Special edu
cation services were provided to 
10.3 percent of these students (ex
cluding children under the age of 
six years). Table 2 summarizes the 
extent of services, total expendi
tures, and state and federal aid in 
Minnesota for 1984. The special 
education categorical aids during 
1984 were $140,676,000 from state 
and federal sources. The largest 
group of students defined by a di
agnostic category for receiving 
special education services was 
"special learning disabilities" 
(SLD) representing 45 percent of 
the students and 32 percent of the 
expenditures. 

Most of the students receiving 
special education services in the 
public schools are not develop
mentally disabled according to the 
federal definition. Students likely to 
meet the definition of developmen
tal disabilities are those diagnosed 
as "trainable mentally handi
capped" (including moderate, 
severe and profound mental retar
dation), physically handicapped, 
emotionally disturbed, deaf and 
blind and autistic. 

The emphasis of both policy and 
legislation is on integration of stu
dents with disabilities into regular 
classroom settings and local 
schools. Minnesota students with 
severe disabilities, however, for the 
most part were served in separate 
classrooms and buildings during 
1985 (see Figure 1 ). 

Numbers of Students with Moderate and 
Severe Mental Retardation and Their Ed
ucational Settings on December 1, 1979, 
December 1, 1983, and December 1, 1985. 

Figure 1 

1979 

1985 

1% (38) 
1 % (32) Regular Class 

Other Educational 
Setting 

Source: Minnesota Department of Education, 1985. 

Fifty-one percent of parents sur
veyed in a recent transition study 
reported that IEP goals and objec
tives related to the post school 
needs of their son/daughter were 
not being discussed with them 
(University of Minnesota, 1986). 

1983 

.3%(19) 
4. 7% (172) Regular Class 

Other educational 
setting 

15 



Results of a recent study on transi
tion point out several concerns 
regarding the post school experi
ences of youth with disabilities. 
Nine percent of former students 
with moderate or severe handi
caps have full-time paid employ
ment; another 32 percent have 
part-time employment (University 
of Minnesota, 1986). 
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Special Vocational 
Training-Secondary 
Students and Adults 

In addition to the primary con
cern of integration, a second area 
of concern is preparing students 
with developmental disabilities for 
the adult world. The term transition 
describes the change from sec
ondary education to post sec
ondary education or employment 
and community living. In recogni
tion of this change, the Minnesota 
Legislature established an Office 
of Transition which is responsible 
for data collection, coordination 
and providing information, consul
tation and technical assistance to 
state and local agencies involved 
in transition services. In addition to 
providing workshops on transition, 
a state interagency agreement to 
cooperate in providing transition 
services was established. There 
are nine agencies involved in plan
ning for the approximately 4,000 
students with disabilities who leave 
school annually (Minnesota De
partment of Education, 1986). 

Vocational education and train
ing are part of the transition proc
ess which prepare secondary and 
post-secondary students for pro
ductive activity following school. 
Public school districts are required 
to make available 560 hours of vo
cationally oriented instruction in 
two or more curriculum areas to 
all secondary students-including 
students with disabilities. Local 
districts may provide these ser
vices or arrange them through co
operatives. In 1985, there were 35 
joint power vocational training cen
ters providing vocational training 
for students beginning in the tenth 
grade. During that year the total 
secondary vocational program ex
penditures for students with spe
cial needs were $6,080,000. 

Very few of the 9,000 (duplicated 
count) students with special needs 
involved in these programs would 
meet the federal definition of devel
opmental disabilities. Instead, 
these students would be consid
ered to have mild or moderate dis
abilities. In 1985, these special 
vocational students received ser
vices integrated with regular stu
dents. Resources were used to hire 
work experience coordinators, 
support service managers and 
paraprofessional aides. 

Public post-secondary voca
tional education is provided in Area 
Vocational Technical Institutes 
(AVTls) operated under the juris
diction of the State Board for Voca
tional Technical Education. AVTls 
have 40 specially designed, com
munity-based programs offering 
vocational or occupational skills 
training for students with disabili
ties. The programs are similar to 
those provided in regular sec
ondary vocational education, but 
there are more training opportuni
ties. Again, participating students 
would not meet the federal defini
tion of developmental disabilities. 



A new approach to vocational 
education which does include 
young people who meet the defini
tion of developmental disabilities 
was developed in 1986 through a 
cooperative agreement sponsored 
by the Metropolitan Council's De
velopmental Disabilities Program. 
The Governor's Planning Council 
on Developmental Disabilities pro
vided a grant to the Metropolitan 
Council for the development of a 
Community Employment Training 
Program for adults with develop
mental disabilities. As a result, a 
pilot interagency agreement be
tween several public and private 
agencies was established. The co
ordinated effort involved a training 
institution (the Northeast Metro 
Technical Institute); a coordinating 
agency (the Metropolitan Council); 
a planning and funding agency 
(the Division of Rehabilitation Ser
vices); two agencies providing 
training and supervision (Cerebral 
Palsy Work Activity Center now 
called Access Ability and Midway 
Training Services, Inc.); and an 
employer (Consul Corporation and 
two of its Chi Chi's Mexican 
Restaurants). Through this agree
ment, 359 hours of on-the-job train
ing were provided to 16 individuals 
with severe disabilities from the de
velopmental achievement center. 
As of June, 1986, 8 of the 16 peo
ple were permanently employed, 
and 8 individuals were waiting for 
job openings at the two restaurants 
or elsewhere. The approach is be
ing replicated in Willmar and Pine 
City. 

Components of a 
Functional Curriculum 

There is considerable knowl
edge about what is required to 
plan, implement and evaluate an 
individualized and functionally ori
ented education for students with 
disabilities. This new way of think
ing about learning and belonging 
is well articulated. The following ex
amples identify some of the com
ponents of a quality education 
based in part on criteria described 
by Donnellan (1986). 

• The content, style, people, ob
jectives and places of educa
tion must be age appropriate 
and individualized. Students 
with developmental disabilities 
often cannot learn all of the skills 
which can be learned by non
handicapped people of the 
same age. At the same time, it is 
inappropriate to offer programs 
which are geared to significantly 
younger students. The goal is to 
minimize the differences in per
formance of people with d_evel
opmental disabilities and their 
peers. Instructional materials, 
peer interactions, learning ob
jectives and service locations all 
must be chronologically age ap
propriate. Young adults do not 
play with wooden puzzles or 
sing nursery rhymes. 

Age-Inappropriate Materials for Young 
Adults Identified During a Site Visit: 

• Kitty Puppy Puzzle 
• Fat Albert Puzzle 
• Candyland~A Childs First Toy 
• Ring Toss 
(Luther Granquist. Attorney, Legal Advocacy for 
Developmentally Disabled Persons) 

The first generation of students 
served by P. L. 94-142 are now 
graduating and their parents have 
higher expectations than earlier 
generations of parents. It is unlikely 
that parents and caregivers who 
have invested heavily in children's 
services will be satisfied with an 
adult service system that can only 
produce a 20 percent employment 
level or a service system in which 
BO percent of the recipients will be 
living below the poverty line one 
year after separation from high 
school (Fifield and Smith, 1985). 
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Parents and professionals felt 
strongly that it was very important 
to prepare students for future adult 
life activities such as employment, 
community living, and citizenship. 
Overall, however, these groups felt 
that schools were doing only mod
erately well in these areas (Univer
sity of Minnesota, 1986). 
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• The goals, objectives and ac
tivities of education must be 
functional. People with devel
opmental disabilities need to 
learn things that are truly useful 
to them. The functional aspects 
of skills related to working, for in
stance, can be assessed by ask
ing, "Would someone be paid to 
do this?" People do not get paid 
to stack rings or match colors. 
As an example, students could 
be taught to sort knives, forks 
and spoons instead of learning 
to sort colored tiles. 

• Interactions with nonhandi
capped peers and others, are 
essential. The Education for All 
Handicapped Children Act (P.L. 
94-142) requires that students 
be educated with non handi
capped students to the "maxi
mum extent appropriate." It is 
not only appropriate, but essen
tial to ensure that people with 
developmental disabilities have 
a wide variety of opportunities to 
interact with peers and others 
who are not disabled. Education 
should involve a variety of such 
opportunities at school and 
away from school. The more 
constructive, comprehensive 
and long lasting the interactions 
the better-the development of 
mutual respect and interest 
takes time. 

• A variety of people and in
structional arrangements need 
to be involved. People with de
velopmental disabilities need to 
learn how to interact with people 
other than teachers and how to 
use skills in a variety of settings. 
This means that activities should 
be designed to enable interac
tion with a wide variety of peo
ple. Programs which facilitate 
learning functional skills in a vari
ety of environments are more ap
propriate than programs which 
confine learning to single envi
ronments. People learn skills 
best in the natural places where 
they happen. For example, bed
making should be taught in the 
home and grooming should be 
taught in the locker room or a 
dressing room, not a classroom. 

• Highly individualized adapta
tions must be made. Many stu
dents with developmental 
disabilities will not be able to 
participate in a variety of situa
tions and environments unless 
specialized and individualized 
adaptations are made. These 
adaptations include alternate 
ways of communicating, chang
ing the order in which things are 
accomplished and modifying the 
setting. A person learning to 
read who is unable to turn the 
pages should be provided with a 
page turning device. 

• Preparing for the future is criti
cal. Parents and educators need 
to focus on how and where the 
student will function as an adult 
and gear learning activities 
toward the actual work and living 
arrangement the person will ex
perience. Students with disabili
ties who will live on their own 
must learn cooking, shopping 
and other skills leading to self
reliance. 



My body makes me disabled; 
society makes me handicapped 
(Anonymous). 

Fifty-two percent of the parents in a 
recent transition study communi
cated that they were not familiar 
with the types of community ser
vices available for their son/daugh
ter following graduation from 
school. There was no clear con
sensus on whether the school, the 
service agencies or both should be 
responsible for collecting and 
sharing this information (University 
of Minnesota, 1986). 
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A staff person from an advocacy 
organization asked 20 children in a 
special education classroom, 
"What do you want to do when you 
grow up?" None of the children 
could answer the question. They 
had no idea what it meant to be a 
productive member of society. 
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New Directions in 
Special Education 

Federal and state policies and 
funding have bolstered signifi
cantly the presence of students 
with developmental disabilities in 
Minnesota's school systems. There 
is little information, however, to in
dicate whether these students are 
receiving an education which pre
pares them for life. A recent moni
toring report by the federal Office 
of Special Education Programs, 
however, indicated that in Minne
sota the effort to provide special 
education in our schools has re
sulted in decreased integration of 
students with developmental dis
abilities (U.S. Department of Edu
cation, 1985). The fact is that 
many administrative and funding 
arrangements have resulted in 
separate schools and classes. This 
creates segregation, not 
integration. 

More attention is needed in the 
areas of integration, the imple
mentation of a functional curricu
lum and transition services from 
school to adult life. Taxing authority 
and categorical aids that serve as 
disincentives to integration in regu
lar schools and classes need to be 
changed. The policy of "least re
strictive environment" calls for the 
presence and participation of stu
dents with developmental disabili
ties with other students. Isolating 
either group denies opportunities 
to learn from one another, to ob
serve role models and to cultivate a 
broader range of social relation
ships and attachments. 

Many students with developmental 
disabilities have trouble learning 
some skills and then generalizing 
what they learn to other settings. 
For some, there may be things they 
will never be able to learn, but 
there are ways of adapting the en
vironment to compensate for a lack 
of knowledge or a particular skill. 
For these reasons, it is critical that 
the curriculum provided for stu-
dents with developmental disabili
ties be functional and relate to a 
real community. 

Traditionally, the curriculum has 
been patterned on academic ob
jectives for all students with low
ered expectations and increased 
time allocations for students with 
developmental disabilities. Empha
sis has been placed on learning 
basic reading, writing and arith
metic skills. The functional ap
proach, on the other hand, 
determines which skills and what 
knowledge would make the stu
dent more able to function in the 
community (at home, at work, at 
leisure and participating in the 
community), then teaching those 
skills in the settings where they 
would be used. A clear example of 
this can be found in vocational 
skills which are most effectively 
taught in real places of work. With 
this approach, attention is paid to 
the skills a student is likely to learn. 
When it is unlikely that a skill will be 
learned as taught, adaptations 
(technological aids, procedures, 
personal assistance) are provided 
in the environment so the individual 
can achieve the function. 

This approach does not assume 
that students with developmental 
disabilities cannot or should not 
learn to read, write or do arithmetic. 
It does, however, assume that 
these skills are not necessarily es
sential for living, working and par
ticipating in the community. Given 
the relatively short period of time 
spent by a student in school, it is 
important to focus on skills, rela
tionships and knowledge that will 
be most useful, and to learn about 
the ways environments can be 
adapted to compensate for skills 
and knowledge students are not 
able to acquire. 





ANEW WAY OF 
In Minnesota, there is a growing 

recognition that having a real home 
is as important to people with de
velopmental disabilities as it is for 
everyone else. For children, home 
means parents or guardians who 
build an atmosphere of love, affec
tion, security, and comfort. For all 
of us, home means moral and ma
terial security and a place to invite 
friends. 

The gradual recognition that real 
homes are important to people with 
developmental disabilities has led 
to significant policy shifts in resi
dential services in Minnesota: 

• Efforts to reduce the numbers of 
people with developmental dis
abilities in regional centers and 
other large facilities, and to 
increase the resources available 
for community options. 

• Efforts to increase the support 
available to individuals and 
families so people with develop
mental disabilities can maintain 
their homes in the community. 
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Returning People to 
Communities 

The trend toward deinstitutional
ization began in the 1960s. Prior to 
that time, the prevailing practice 
was to admit both children and 
adults with developmental disabili
ties to regional centers on an indef
inite basis. Over the last fifteen 
years efforts have focused on pre
venting out-of-home placement 
and moving children from regional 
centers to less restrictive settings. 
The average age of first admission 
to institutions in the United States 
has risen from 10.4 years in the 
1960s to 21 years in 1985. Be
tween 1977 and 1982, there were 
30,000 fewer children (birth-21 
years) in out-of-home placements. 

The Education for All Handi
capped Children Act (P.L. 94-142) 
has had a dramatic effect on re
ducing the number of children with 
developmental disabilities in out
of-home placements. P.L. 94-142 
guaranteed the right of all children 
with disabilities to receive an edu
cation. It also enabled families to 
be relieved of responsibilities dur
ing the day, thus assisting them to 
better support their children at 
home. As of November, 1986, 
there were 28 children with devel
opmental disabilities in the regional 
centers in Minnesota. 

In 1960, there were 6,008 Min
nesotans with developmental dis
abilities in regional centers, the 
largest number in Minnesota his
tory (Minnesota State Planning 
Agency, 1985). In 1986, there was 
an average daily population of 
1 ,868 people with developmental 
disabilities in the state's seven re
gional centers in Fergus Falls, 
Brainerd, Moose Lake, Cambridge, 
Willmar, St. Peter, and Faribault. 

According to Braddock et al. 
(1986), the number of residents in 
regional centers has declined be
tween 1977 and 1986 from an aver
age daily population of 3,085 to 
1 ,868. During the same time pe
riod, the actual operating costs 
have increased from $51,405,000 
to $96,558,000. When adjusted for 
inflation, expenditures have re
mained about the same during this 
39 percent decline in number of 
residents. The costs per day per 
resident have risen from $45.65 in 
1977 to $158.20 in 1986. 

Suzanne, left and Pam now live in a 
semi-independent living apartment 

together. They both previously lived 
in institutional situations. 
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The Development of 
Alternatives to 

Regional Centers 

In order to reduce the number of 
people residing in regional centers 
and to prevent their admission, al
ternative residential services have 
been developed in Minnesota. 
Most of these alternatives have in
volved the use of federal Medicaid 
dollars for community ICF/MR facil
ities or Medicaid funding which has 
been "waivered" and redirected to 
more individual and family options. 
Some of the new alternatives have 
been supported by state and local 
funding, such as Family Subsidy 
and Semi-Independent Living 
Services. 

Two major forces have con
tributed to the shift from an insti
tutional approach regarding 
residential care to a community 
approach: 

• The Welsch Case: The original 
court order established the right 
to treatment and placement in 
the least restrictive environment. 
The 1980 Welsch Consent De
cree mandated a reduction in 
the number of people with men
tal retardation in regional centers 
from 2,650 to 1,850 over the pe
riod from 1980-1987. 

• Title XIX Medicaid funds (1971) 
to stimulate the construction of 
ICF/MR facilities (P.L. 92-223): 
Minnesota developed more than 
thirty ICF/MR facilities per year in 
the 1970s in response to this 
provision. 

Community ICF/MR facilities 
funded by Medicaid were the first 
alternative to regional centers in 
Minnesota. Today, there are 330 
privately owned community 
ICF/MR facilities ranging in size 
from 6 to 165 residents. Of these, 
278 serve fewer than 16 residents, 
and 52 serve 16 or more. In addi
tion, regional centers have ICF/MR 
certified beds. 

In 1983, the Minnesota Legisla
ture placed a moratorium on new 
construction and expansion of 
ICF/MR beds. It also directed the 
Department of Human Services to 
reduce the number of combined 
beds in regional centers and com
munity ICF/MR facilities from 7,500 
to 7,000 by 1986. The moratorium 
was directly connected to the ap
plication for a Home and Commu
nity Based Waiver in Minnesota 
allowing Medicaid funds to be 
used for a wide range of supports 
with the exception of room and 
board. The savings accrued from 
not developing ICF/MR facilities 
and from reducing the number of 
ICF/MR beds has been used to 
fund waivered services. The mora
torium, the decision to reduce the 
number of ICF/MR beds, and the 
use of the Home and Community 
Based Waiver all represent signifi
cant shifts in thinking. 

Nursing homes represent an
other alternative to regional cen
ters. They are not viewed, however, 
as an acceptable community 
placement for people with devel
opmental disabilities under the age 
of 65 because they are not re
quired to provide active treatment. 
The Department of Human Ser
vices estimates that 580 people 
with developmental disabilities un
der the age of 65 were living in 
nursing homes as of July, 1986. 



Smaller, More 
Individualized Options 

The individual approach to ser
vices in the community reflects a 
newer and still developing way of 
thinking about where people with 
developmental disabilities live. The 
emphasis is on promoting desir
able outcomes through individual
ized planning and case 
management. The goal is not to 
"make a placement," but rather to 
flexibly design and manage a vari
ety of settings and resources which 
will support the development of a 
real home. The emphasis is on us
ing typical residential settings. 
Needed support might be minor or 
major and involve one or more of 
the following-a daily phone call or 
regular visit to the home, an access 
ramp or bathlift, special training for 
parents, periodic respite, or a live
in roommate or care provider. 
These supports are important and 
often critical. They do not, how
ever, alter the desirable character
istics of a "home." They can be 
provided in typical houses as indi
cated in the following descriptions. 

Supported Living 
Arrangements 

Supported Living Arrangements 
(SLAs) provide habilitation ser
vices and supervision for up to 24 
hours a day for people with devel
opmental disabilities who need 
regular and/or specialized ser
vices. These services may be pro
vided in the person's own home, a 
special foster home, or a small 
group home. Up to six adults or 
three children can be accommo
dated in an SLA. Regular housing 
is used as much as possible. Fund
ing is provided under Foster Care 
or the Home and Community 
Based Waiver. 

Foster Care 
Foster care is provided by 

families who qualify and are li
censed to provide homes for peo
ple with developmental disabilities. 
Foster families are reimbursed by 
the county on a monthly basis. As 
of September, 1986, there were 
482 adults and 769 children with 
developmental disabilities receiv
ing foster care in Minnesota, not in
cluding those individuals who were 
receiving waivered services. Many 
SLA services are provided in foster 
homes. 

Foster care offers great potential 
for a real home-home-like size, 
choice and control. Much de
pends, however, on the interests 
and values of the foster parents. 
The involvement of the individual's 
natural family may or may not be 
possible. Foster homes may 
provide a very home-like arrange
ment, but monitoring is necessary 
because licensing standards do 
not guarantee the values and con
ditions of a real home. One notable 
difference between foster care and 
other residential services for peo
ple with developmental disabilities 
is that counties certify foster homes 
and enforce standards. 

Semi-Independent Living 
Services 

Semi-Independent Living Ser
vices (SILS) are intended for peo
ple who require less than 24 hours 
of supervision and are able to man
age their own home with little assis
tance. A typical arrangement 
involves two to four adults in an 
apartment or house with supervi
sion and needed services (coun
seling and training in self-care, 
shopping, cooking, cleaning and/ 
or transportation) provided by a li
censed agency. The primary goal 
of SILS is to promote indepen
dence and self-sufficiency with ap
propriate and necessary support 
and backup assistance. 

SILS are funded by grants from 
the state to county boards com
bined with county Community So
cial Service Act dollars. In fiscal 
year 1986, the state contributed 
$2,620,800 (70 percent) and coun
ties contributed $1,183,100 (30 
percent). In 1986, the number of in
dividuals who received SILS ser
vices averaged 830. People who 
use SILS and are not capable of full 
financial self-support may receive 
supplemental income from one or a 
combination of the following: Sup
plemental Security Income (SSI), 
Minnesota Supplemental Aid 
(MSA), Social Security, Housing 
and Urban Development Section 8, 
General Assistance (GA) and food 
stamps. 

The Natural Family Home 
More children with developmen

tal disabilities live in natural family 
homes than all other arrangements 
combined. Most families with chil
dren who have developmental dis
abilities receive no public 
assistance. The Home and Com
munity Based Waiver and the Fam
ily Subsidy Program do provide 
support to a limited number of 
families. These programs are in
tended to make family living possi
ble for children who would 
otherwise require an out-of-home 
placement. 

The Home and Community 
Based Waiver waives Medicaid 
regulations to encourage people to 
leave ICF/MR facilities and to pre
vent people from being placed out 
of the home into these facilities. 
Services involve case manage
ment, respite care, homemaker 
and in-home support services, 
supported living arrangements, 
day habilitation and minor adapta
tions to a house or apartment. 
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The reality is thatless than one per
cent of all residential funds are 
used to support families-the peo
ple most offen involved in provid
ing a real home for people with 
developmental disabilities. 

26 

In order to qualify for waivered 
services a person must: 1) have a 
diagnosed developmental disabil
ity; 2) be eligible for Medicaid; 3) 
be a resident of an ICF/MR facility, 
or at risk of becoming a resident 
within one year if community sup
port is not provided; and 4) have 
planned and documented needs 
for daily intervention. In 1986, the 
Minnesota Legislature limited the 
number of persons allowed to re
ceive services under the waiver to 
1,000. In 1986, the Division of Men
tal Retardation at the Minnesota 
Department of Human Services re
ported an average monthly 
caseload of 345 people receiving 
waivered services. Counties have 
received an allotment for waivered 
services and are in varying stages 
of planning for individuals to use 
the waiver funds. 

Another type of individualized 
approach is the Family Subsidy 
Program-a cash grant to families 
to cover a portion of expenses for 
diagnostic assessment, home
maker services, training, special 
equipment, visiting nurses, thera
pists, preschool programs, related 
transportation, and/or parental re
lief or child care. The maximum al
lowance for each family is $250 per 
month or $3,000 per year. This 
state funded program is intended 
to assist families to maintain their 
children with developmental dis
abilities at home. During the first 
nine months of 1986, a monthly av
erage of 255 families received fam
ily subsidies averaging $235 per 
month and 146 families were on a 
program waiting list as of Septem
ber, 1986. Because of a fiscal cri
sis, the 1986 Legislature reduced 
the program budget for Family 
Subsidy to $709,000 in FY 1987 
from $737,000 in FY 1986. At the 
same time, the upper limit of age 
eligibility was increased from 18 to 
22 years. 

New Ways of Developing 
Individualized Options 

At the same time facilities and 
smaller community options have 
developed in Minnesota, we also 
have had increased experience 
with different ways of organizing 
the delivery of services. The idea of 
supporting families so their chil
dren can stay at home was a major 
change in thinking. 

Five other methods of service 
delivery, each quite different, are 
also developing in Minnesota: case 
management; core cluster service 
delivery systems; consumer
owned housing; state operated 
community based programs; and 
centers for independent living. 

Case management is necessary 
to broker and manage the process 
of delivering services to people 
with developmental disabilities. 
Counties are responsible for 
providing case management under 
Rule 185. The basic idea is that the 
system must work for the individual 
and the case manager's responsi
bility is to ensure that it does. 

Core clusters provide a network 
of services that are programmati
cally and administratively linked to 
a "hub" or "core" residence within 
a geographic area. The cluster 
provides a full array of individual
ized living environments and other 
support services to individuals and 
their families. In Minnesota, an ex
ample of a core cluster arrange
ment is being developed by 
Adaptive Living, Inc. in Washington 
County. 



Consumer-owned housing ar
rangements are a recent develop
ment in Canada, the Northeastern 
United States and Minnesota. 
Families or individuals with devel
opmental disabilities buy or rent 
housing, and receive support ser
vices. Because an individual has a 
home, it is the services that change 
as individual needs change. In 
some cases substantial support is 
provided by neighbors. Formal ser
vices are involved in a supplemen
tal way. The emphasis is on 
developing and supporting a home 
and neighborhood life for the indi
vidual by providing services as 
they are needed. A few Minnesota 
families have developed such ar
rangements for their sons and 
daughters. In Winnipeg, Canada 
60 people living in 20 households 
belong to the Prairie Housing Co
operative. Twelve of the 60 people 
have disabilities. 

State operated programs are 
designed to redirect regional cen
ter resources, personnel and resi
dents into community based 
services. These programs are in a 
pilot stage operating through the 
regional centers at Cambridge and 
Faribault. The intent is to facilitate 
the transition of both residents and 
regional center employees to the 
community. 

Centers for Independent Liv
ing were authorized by the Reha
bilitation Act of 1973, and are 
funded by federal and state funds. 
They were created to provide ser
vices for people with disabilities so 
they can live and work more inde
pendently. Their primary function is 
to assist people through: peer 
counseling, housing assistance, 
accessibility modifications, job 
placement assistance, attendant 
care referral, assistance with trans
portation, independent living train
ing, and preventive services. There 
are now five centers for indepen
dent living in Minnesota located at 
Rochester, Marshall, St. Cloud, Hi
bbing, and the Metro area. 



People are better off in community 
programs-they are happier, re
ceive more benefits, at less cost .... 
The people who make the greatest 
gains in the community are those 
with the most severe and profound 
handicaps (Conroy, 1986). 
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Impact of Developments 

A number of outcomes have 
clearly resulted from the new ap
proaches in the area of develop
mental disabilities: 
• There is a wider array of residen

tial services in Minnesota. 
• Fewer people are living in re

gional centers, and fewer are en
tering them. 

• More people, especially chil
dren, are able to live with 
families and in smaller commu
nity alternatives. 
The new way of thinking is 

shaped increasingly by the bene
fits of having a real home and by 
the support and relationships pos
sible in a real home. On the other 
hand, our way of acting seems de
termined more by federal funding. 
The State of Minnesota has taken 
advantage of the Home and Com
munity Based Waiver and federal 
funding for Foster Care. In addition 
and without federal assistance, 
Minnesota also has funded the 
Family Subsidy and Semi-Indepen
dent Living Services programs. To
gether these programs serve 22 
percent of the total number of peo
ple served, but consume 17 per
cent of the funds. 

The nature and quality of resi
dential services for people with de
velopmental disabilities are 
shaped in major ways by the size 
of budget appropriations and the 
terms and conditions of funding. It 
is extremely difficult to compare 
the costs of various residential ser
vice options because of varying 
definitions, assumptions, account
ing procedures and economic con
cepts-none of which are readily 
apparent in the reported funding 
figures. Limited, comparative cost 
information, however, is useful for 
two purposes: 1) it includes total 
and unit costs of particular residen
tial services; and 2) it indicates the 
sources of funding which would 
require change in order to affect 
the nature of residential services 
provided. 

Table 3 presents each level of 
government's expenditures for the 
various residential services and fa
cilities in Minnesota. The data are 
accurate, but direct comparisons 
between services are not possible 
for several reasons. For example, 
regional centers involve 24-hour 
care in all domains of life, while 
community ICF/MR facilities 
provide a place to live with day 
programs, transportation, and 
other services provided sepa
rately. There also are differences 
in visible and invisible costs. For in
stance, the cost of caring for a 
child under the Home and Commu
nity Based Waiver or Family Sub
sidy is far greater than the public 
expenditures for these programs. 
They are paid out of family income 
or provided "in kind" by parents, 
guardians, relatives and friends. 



Total Federal, State and County Expenditures for Publicly Subsidized 
Living Arrangements for Minnesotans with Developmental Disabilities, FY 1986 

Table 3 

Facility/ Arrangement Federal State 

Expenditure 

County Total 
Total People 

Served" 

Total $124,861,809 $101,929,479 $14,146,129 $240,937,217 12,314 

•Unduplicated Count of Persons Served, Minnesota Department of Human Services Mental Retardation Division. (Note: 
Other figures in text refer to average daily or average monthly numbers.) 

bChild Foster Care data from 1986 were unavailable. Figures reported are from 1985. 

Sources and Formulas for Table 3 
Regional Centers, ICF/MR and Waiver 
Cost Data: FY 86. Department of Human 
Services Mental Retardation Division, Sep
tember, 1986. Amounts are based on a 
standard formula: 53 percent federal, 42 
percent state, 5 percent county. 

Nursing Homes: Nursing Homes Payments 
Summary Report #OD6698, Minnesota De
partment of Human Services, April, 1986. 
Figures were obtained by applying the aver
age Medicaid per diem rate for nursing 
homes to the number of persons with a di
agnosis of mental retardation. The federal, 
state and county amounts were figured 
from the 53 percent/42 percent/5 percent 
formula. 

Family Subsidy: Department of Human 
Services Mental Retardation Division. In 
most cases 100 percent of Family Subsidy 
payments are made by the State, however, 
some counties also contribute to the 
program. 

SILS: Department of Human Services Men
tal Retardation Division. The State pays 70 
percent of the cost for SILS; the county pays 
30 percent for its SILS recipients. 

Adult Foster Care: Survey of County Social 
Service Agencies, Adult Foster Care Divi
sion, Department of Human Services. Au
gust 1, 1986. (These figures represent an 
estimate; final analysis of the survey can be 
obtained from the Division.) Figures were 
obtained using an average monthly base 
payment per person of $500: $224 paid by 
SSI (federal Supplemental Security Income) 
which is a fixed amount, regardless of the 
monthly costs, and the remainder paid by 
MSA (Minnesota Supplemental Aid). MSA 
payments are based on an 85 percent state, 
15 percent county share formula. The $224 
from SSI equals 44 percent of $500. The re
maining 56 percent ($276) is paid by MSA. 

Child Foster Care: Figures computed as 
follows: 28 percent of the total children 
served are eligible for AFDC (Aid to Families 
with Dependent Children), so the federal 
share of 53 percent reimbursable under Ti
tle IV-E of the Social Security Act is applied 
to that 28 percent (215 children) The re
maining child foster payments are based on 
CSSA (Community Social Services Act) 
block grants which are 25 percent federal, 
25 percent state and 50 percent county 
dollars. 
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The Need for Funding 
Reform 

The patterns in funding sources 
and service directions are clear: 

• The Family Subsidy Programs, 
SILS, and Foster Care are 
largely state and county 
initiatives which prevent institu
tionalization, promote deinstitu
tionalization and support 
individual living arrangements. 
The Medicaid waiver reinforces 
these state and local initiatives to 
provide individualized support 
and community integration. 

• Medicaid funds are the largest 
source of support for residential 
facilities such as regional cen
ters, community ICF/MR facili
ties, and nursing homes. 
Medicaid regulations reinforce 
the focus on programming and 
congregate care. 

In this context, the critical policy 
issue becomes one of redirecting 
and expanding individualized op
tions to better meet the needs of 
people with developmental disabil
ities to live in real homes. The char
acter of the current system clearly 
is shaped by Medicaid funding
about 94 percent of the $241 mil
lion spent on residential services 
for people with developmental dis
abilities is regulated by Medicaid. 

Funding very definitely is deter
mining services. Changes in policy 
to support individuals will require 
changes in funding structures. In 
1984 the Citizens League studied 
five groups of people (elderly, juve
niles, mentally ill, chemically de
pendent, and developmentally 
disabled) who live in out-of-home 
placements. The Citizens League 
identified characteristics of Medi
caid funding and the correspond
ing reforms necessary to make 
funding more responsive to individ
ual needs. 
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ANEW WAY OF 

We have changed our way of 
thinking about how people with de
velopmental disabilities can be
come productive citizens and 
make contributions to their commu
nities. We used to spend years 
preparing people with disabilities 
for eventual work or providing them 
with sheltered places in which to 
work. In Minnesota and many other 
communities, we have learned that 
by focusing on preparing people 
for work, we have often created cir
cumstances that result in people 
never actually getting jobs. Today 
we have learned that if we support 
individuals to find jobs, we can 
then quite effectively teach them 
the skills for that job and make 
adaptations to the work place that 
increase their ability to do the job. 
We can support people to work 
while training them on the job (see 
Figure 2). 

We have learned that if we assist 
people to find, obtain and retain 
employment, there are significant 
benefits for the people as well as 
for society. The individuals earn a 
wage, have the opportunity to 
make a contribution to the commu
nity, are more able to learn from 
and develop relationships with 
non-handicapped people, and 
have greater opportunities to exer
cise choice in their lives. The com
munity, at the same time, derives 
the benefits of their work and re
lates with people who have disabil
ities as contributing citizens. 

Figure 2 

Source: Rood, 1985. 
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Employment is important to most 
citizens and citizens with develop
mental disabilities are no excep
tion. The unfortunate reality is that 
most of these citizens are not work
ing. Lou Harris and Associates 
(1986) indicated that two-thirds of 
all Americans with disabilities be
tween the ages of 16 and 64 are 
not working. One in four works full 
time, and another ten percent work 
part-time. Two-thirds of those who 
are not working said they would 
like to have a job. 

Not only are people with disabili
ties excluded from places of work, 
they are excluded from being 
counted in the labor force. Accord
ing to Harris, 62 percent of adults 
(16-64 years) with disabilities are 
not counted in the labor force
they are either not working or not 
looking for work. 

Several agencies, communities, 
states, and the federal government 
are redesigning the way vocational 
and employment services are de
livered to people with developmen
tal disabilities. This change is most 
evident in the number of states re
ceiving grants from the U.S. De
partment of Education Office of 
Special Education and Rehabilita
tive Services (OSERS) to establish 
statewide systems of supported 
employment opportunities for peo
ple with severe disabilities. On Oc
tober 1, 1985, ten states, including 
Minnesota were awarded grants, 
and on October 1, 1986 an addi
tional seventeen states became in
volved. Over one-half of the states 
are now initiating changes from a 
system of sheltered employment 
and day activities to one based on 
supported employment. 
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Policy and Service 
Developments in 
Minnesota 

The evolution of policies and ser
vices related to employment in 
Minnesota has moved from the in
stitutional approach to an individu
alized, supported employment 
approach, with many stages in-be
tween. This progression of thinking 
about work for people with devel
opmental disabilities is described 
below. 

Institutional Approach 
to Work 

Historically, institutions em
ployed residents in work situations 
within the institution, but little atten
tion was paid to preparing them for 
productive work in the community. 
This was most evident in the in
volvement of residents in state hos
pital-operated farms. Such farms 
are no longer common, but there 
are other opportunities for work 
within institutional settings. During 
1984, Minnesota regional centers 
spent $1,089,570 in pay to resi
dents for work performed. This rep
resented . 7 percent of the total 
operating expenditures for the re
gional centers (Minnesota State 
Planning Agency, 1985). 

Community and 
Individual Approaches to 
Employment 

Over the last two decades there 
have been two distinct types of de
velopments in community services 
related to work and employment
the early development of facilities 
to provide rehabilitation and shel
tered employment services; and 
the more recent development of 
supported employment programs. 
Changes in the federal Rehabilita
tion Act and other legislation have 
reflected historical developments 
in each of these areas. 

The Rehabilitation Act of 1973 
(P.L. 93-112) authorized and 
supported a range of services, 
including: 

• Vocational rehabilitation ser
vices (including medical, psy
chiatric, psychological, social 
and vocational services). 

• Testing, fitting or training in the 
use of prosthetic and orthotic 
devices. 

• Prevocational conditioning or 
recreation therapy. 

• Physical and occupational ther
apy. 

• Speech and hearing therapy. 

• Evaluation of rehabilitation po
tential. 

• Personal and work adjustment. 

• Vocational training aimed at ca
reer advancement. 

• Evaluation or control of specific 
disabilities. 

• Orientation or mobility services 
to people who are blind. 

• Extended employment (for those 
who cannot compete in the labor 
market). 



The time has come when we can 
no longer tolerate the invisibility of 
the handicapped in America .... 
These people have the right to live, 
to work and to the best of their abil
ity-to know the dignity to which 
every human being is entitled 
(Humphrey, 1972). 

Bob, a maintenance person, works in 
a supported employment project for 
the Radisson University. 
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This legislation led to the develop
ment of a network of facility-based 
rehabilitation and sheltered em
ployment services. The 1986 
amendments to the Rehabilitation 
Act acknowledge the new way of 
working. These amendments in
clude the following important 
elements: 

• Supported employment is rec
ognized as an acceptable 
outcome for employability. Sup
ported employment is defined as 
employment in an integrated set
ting for individuals with severe 
disabilities for whom such em
ployment has not traditionally 
occurred. 

• Severe disability is defined in 
terms of functioning level and 
extent of services required 
rather than a diagnostic label. 

• Rehabilitation engineering is 
recognized as a component of 
vocational rehabilitation. This 
means the systematic applica
tion of technology to help 
individuals with disabilities over
come barriers in education, re
habilitation, employment and 
independent living. 

• Individualized written rehabilita
tion plans are to include specific 
provisions for individuals with 
severe disabilities including a 
statement as to how services 
during employment will be pro
vided. 

Rehabilitation Services 
In 1985, there were 36 rehabilita

tion facilities certified, accredited 
and funded by the Minnesota De
partment of Jobs and Training, Di
vision of Rehabflitation Services. 
Under the auspices of these facili
ties, it is possible to provide shel
tered work or employment-related 
services including vocational eval
uation, work adjustment training, 
work component, work activity cen
ters, and/or long-term sheltered 
employment. Table 4 summarizes 
the number of programs in Minne
sota, the number of people served, 
and the revenue by major source 
for 1985. 
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Numbers of Programs, People with Dlsabllltles 
Served, Average Annual Wage and Revenue by Source for Extended 
Employment Services In Minnesota Rehabllltatlon 
Facllltles During 1985 

Table 4 
Characteristics Rehabllltatlon Extended Employment Programs 

Source: Andrews, 1986. 

Work 
Component 

Generally, people with develop
mental disabilities are placed in 
programs on the basis of assess
ments of their productivity level. 
Traditionally, individuals with the 
most severe disabilities are placed 
in work component programs; 
those considered more capable 
are placed in work activity pro
grams; and those viewed as the 
most capable are placed in long
term sheltered employment. The 
employment services funded un
der the Division of Rehabilitation 
Services are described below. 

• Vocational Evaluation services 
are intended to determine a per
son's job potential. In 1985, such 
services were provided for 1 ,466 
clients of the Division of Rehabili
tation Services. The Division allo
cated $625,235 in revenues from 
state and federal appropriations 
for this service. 

• Work Adjustment Training is 
an extended training service de
signed to help people with dis
abilities learn specific work 
habits, attitudes and skills. Dur
ing 1985, 1,401 individuals re
ceived this service. The Division 
of Rehabilitation Services allo
cated $1,536,662 to this service 
from federal and state revenues. 

Work 
Activity 

Long Term 
Sheltered 

Employment 

Community 
Based 

Employment 

• Work Component services are 
provided in developmental 
achievement centers through 
cooperative agreements with 
long-term sheltered employment 
workshops which are directly af
fected by their production out
come. The service operates 
under the workshops' submini
mum wage certificates. In 1985, 
1,734 people were involved in 
work component services pro
vided through fourteen of the 
long-term sheltered employment 
workshops. The average annual 
wage was $89. Total revenues 
supporting these services was 
$397,351 with 72 percent com
ing from the Division of Rehabili
tation Services grants. 



• Work Activity Centers provide 
activity for which wages are 
paid. The expected level of pro
ductivity is less than required for 
sheltered employment. Wages 
paid for work performed are 
g~n_erally 25 percent of the legal 
minimum wage. In 1973, the 
sheltered workshop law was 
amended to provide for such 
centers. By 1985, 22 of the 36 re
habilitation facilities operated 
work activity centers and served 
1,408 participants. The average 
annual wage was $531 and par
ticipants worked an average of 
3.4 hours a day. The total rev
enue available for all work activ
ity centers during 1985 was 
$6,442,521. Table 4 indicates 
that the largest portion of this 
revenue came from counties and 
the Division of Rehabilitation Ser
vices-$4,362,01 O or 68 per
cent. The remaining 32 percent 
was covered by sales, subcon
tracts and other income. 

• Long-term Sheltered Employ
ment is defined as the provision 
of paid employment for an indefi
nite period of time for people 
with severe disabilities who are 
unable to meet production stan
dards required in competitive 
employment. Wages paid must 
be at least 25 percent of the min
imum wage. In 1965, Minnesota 
was one of the first states to for
mally establish and fund shel
tered employment (M.S. 129A 
and 8 MCAR 54.0080). By 1985, 
27 of the 36 rehabilitation facili
ties provided long-term shel
tered employment, involving 
3,353 participants who worked 
an average of 5.5 hours per day. 
The average annual wage was 
$2,020 for participants. The total 
revenue in 1985 for the operation 
of all sites was $24,127,103. The 
largest source of revenue (see 
Table 4) was sales and subcon
tracts-$15,483, 750 or 64 per
cent. The remainder came from 
counties, the Division of Rehabil
itation Services ($6,626,585 or 
28 percent) and other income 
($2,016,768 or 8 percent). 

Developmental 
Achievement Centers 
(DACs) 

~~Cs are facilities which provide 
training, supervision, habilitation, 
rehabilitation and/or developmen
tal guidance to people with devel
opmental disabilities on a regular 
basis for periods of less than 24 
hours a day in a place other than 
the person's own home. DACs 
were first established in Minnesota 
during 1961 as pilot projects. They 
became permanent services in 
1963 (M.S. 252.21). In 1985, 105 
DACs were operated by public 
agencies and private non-profit 
corporations. 

A total of 6,389 people partici
pated in DACs during 1985. More 
than two-thirds (4,458 or 70 per
cent) participated in employment/ 
work programs. Of these, 3,340 (75 
percent) were involved in projects 
operated within the centers, and 
1,118 (25 percent) were involved in 
work opportunities at sites in the 
community with supervision from 
DAC personnel. Those individuals 
involved in DAC-based work 
earned an average of $151 .27 a 

Developmental Achievement Centers 
Total Revenue for 1985 

Figure3 

year. The highest annual wage 
earned by an individual involved in 
DAG-based activity was $3,618. 
On the other hand, those involved 
in community work earned an aver
age of $27 4.04 per year, and the 
highest annual wage of an individ
ual was $4,030 during 1985. 

In 1985, a total of $30,098,309 
was allocated for all adult DAC pro
grams and services. The portion of 
this allocation used for employ
ment programs is not known. Fund
ing for DACs comes from federal 
state and county appropriations ' 
(95.5 percent) with an additional 
funding from grants and donations 
(4.5 percent) as shown in Figure 3. 

Other 
Government 
Funds 4.4% 
$1,332,912 

United Way; 
Family Support 4.5% 

$1,366,181 

Division of 
Rehabilitation 
Services 3% 

Schools 1% 
$163,488 

$997,596 

Source: Minnesota Department of Human Ser vices, 1985. 
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Integrated Employment 
Opportunities 

Both developmental achieve
ment centers and rehabilitation 
facilities are providing work oppor
tunities outside of facilities using 
community based employment 
and supported employment ap
proaches at sites in the community. 

Community Based Employ
ment (CBE) programs provide the 
following services and opportuni
ties: 

• Work and service hours outside 
of long-term sheltered employ
ment facilities at minimum wage 
or a lesser rate if paid under the 
subminimum wage certificate. 

• Subsidy to the employer. 

• Full time or 30 hours of on-the
job training. 

• Frequent daily interaction with 
other, non-handicapped em
ployees. 

• Appropriate development of the 
individual's vocational potential. 

• Supervision from the long-term 
sheltered employment staff. 

In 1985, 30 rehabilitation facilities 
were offering these services to 
1,017 individuals. It is estimated 
that 1,684 will participate in 1986. 
The average annual income in 
1985 was $410. This figure ap
pears low because individuals are 
dropped from the program and 
considered competitively em
ployed once they have developed 
sufficient proficiency on the job. 
The primary limitation to commu
nity based employment is that 
training and support for each indi
vidual are only funded for two 
years. 
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Supported Employment pro
grams provide intensive, ongoing 
services required by people who 
are unable to secure and maintain 
competitive employment. The in
tent is to provide long-term sup
port, or support as long as it is 
needed. The U.S. Department of 
Education Office of Special Educa
tion and Rehabilitative Services 
(OSERS) defines supported em
ployment as follows: 

Supported employment means 
paid work ma variety of integrated 
settings, particularly regular work 
sites, especially designed for 
severely handicapped individuals, 
irrespective of age or vocatJOnal 
potential for: 1) people for whom 
competitive employment at or 
above minimum wage traditionally 
has not been available; and 2) peo
ple who, because of disability, 
need intensive ongomg post em
ployment support to perform in the 
work setting. 

Supported employment is further 
outlined in OSERS guidelines 
which specify the minimum criteria 
as: 

• At least 20 hours of paid work 
per week; 

• No more than eight persons with 
disabilities served at any one job 
site; and 

• Ongoing publicly-funded sup
port. 

These guidelines show how sup
ported employment differs from 
traditional services. Traditional ser
vices focus on short-term assis
tance and training in order to 
produce long-term employment. 
For people who have the most 
severe disabilities, short-term sup
port is not sufficient for obtaining 
and maintaining employment. On
going support can mean: 

• Job analysis-matching individ
uals wih jobs. 

• Job training-teaching social 
and work skills required on the 
job. 

• Ongoing follow-along on the job 
for as long as required. 

• Transportation. 

• Ongoing support to the em
ployer. 

Rosemary, a cleaning person, works in 
a supported employment project for 

the Radisson University. 





The activities carried out under the 
McKnight Foundation's program 
helped to "humanize" the system 
(Patten, 1985). 

"The key words are self-suffi
ciency, productivity, and integra
tion into the community" (Dr. Jean 
Elder, Assistant Secretary, Human 
Development Services, U.S. De
partment of Health and Human 
Services). 
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For each individual, there may be 
variations in the amount of support 
provided over time, the degree of 
social and physical integration with 
non-disabled workers, and pay op
tions. Other variations of these ap
proaches are being explored and 
developed in Minnesota. In partic
ular, the McKnight Foundation, the 
Governor's Planning Council on 
Developmental Disabilities, the Di
vision of Rehabilitation Services, 
the federal supported employment 
grants and local providers have 
been instrumental in developing 
supported employment as both a 
program and an outcome in the 
state. 

In 1982, the McKnight Founda
tion's Developmental Disabilities 
Grant Program targeted systems 
change, including change in em
ployment services. One result of 
the McKnight effort was more 
openness to new ideas and new 
ways of creating work opportuni
ties. The Governor's Planning 
Council on Developmental Disabili
ties Employment Grants helped es
tablish more creative employment 
opportunities across the state. As a 
result over 950 persons were em
ployed in the community. The 1986 
OSERS project provided the con
text for a joint agency venture in 
Minnesota involving the Depart
ment of Human Services, the De
partment of Jobs and Training, the 
Department of Education, and the 
State Planning Agency. Concurrent 
with, and as part of these initia
tives, there has been a series of 
conferences and consultations. 
These have involved state confer
ences with national leaders in sup
ported employment, activities 
related to educational integration 
and vocational training, and train
ing aimed at raising parental ex
pectations. 

Some of the effects of supported 
employment services identified by 
local providers include the follow
ing: 

• As a result of the achievements 
made by people who have been 
placed, many professionals 
have changed their perceptions 
about what is possible. 

• The retention rate in community 
job placement has been higher 
than expected. 

• Community job placement typi
cally has been accompanied by 
improvements in grooming, pos
ture and behavior. 

• Community job placement has 
been accompanied by move
ment to less restrictive places to 
live (Ron Kaliszewski, personal 
communication, 1986). 

In addition to these efforts, the 
five-year project funded by OSERS 
called "The Minnesota Supported 
Employment Project," has identi
fied as its purpose supporting peo
ple with the most severe disabilities 
and assisting them to obtain and 
retain employment. Six supported 
employment programs are now un
derway. The goal for the first year 
was for the six agencies to make a 
combined total of 75 placements of 
people with the most severe dis
abilities in supported employment 
situations. 
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Impact of Developments 

During the last few years in Min
nesota there has been an emer
gence of statewide and concerted 
efforts to secure and support em
ployment for people with develop
mental disabilities. Increasingly, 
attention is shifting to a concern 
with real work for pay alongside 
non-disabled people. The impact 
of higher expectations, innovative 
projects, conferences and consul
tations is being felt. The system is 
progressing, but it has far to go in 
addressing the underemployment, 
inappropriate employment or com
plete unemployment of individuals 
with disabilities. 

Certainly the application of the 
supported employment approach 
is consistent with the new way of 
thinking about people with devel
opmental disabilities. The momen
tum is building and as we gain 
experience with this new way of 
creating opportunities, many is
sues are becoming clearer: 

• Once again, funding regulations 
are often inconsistent with the 
more individualized approach. 
For instance, developmental 
achievement centers are natural 
providers of supported employ
ment programs, yet with Medi
caid as the primary source of 
revenue for DACs, funding re
strictions in the area of employ
ment make leadership by DACs 
difficult. 

• To make supported employment 
a permanent and integrated part 
of policy and practice, it should 
be included in state statute and 
funds should be allocated. To 
date, operational guidelines for 
supported employment have 
been determined by the terms 
and conditions of the federal 
OSERS grant and by recommen
dations in the professional litera
ture. 

• The change in both policy and 
practice from segregated work 
sites to more dispersed employ
ment in integrated settings re
quires skills and values training 
for service organizations and 
staff, a different approach to 
monitoring, and support to the 
parents and guardians of people 
with developmental disabilities. 

Another viewpoint is outlined in the 
following passage coauthored by 
Dr. Jean Elder, Assistant Secre
tary, U.S. Office of Human Devel
opment Services: 

One of the most pervasive prob
lems with today's public programs 
is the major work disincentives that 
they create, particularly by the in
come support and health care pro
grams. These programs create 
work disincentives in at least three 
different ways: (1) by reducing the 
net gain from work, (2) by fostering 
dependency and negative atti
tudes toward work, and (3) by of
fering greater income security to 
persons who continue as benefi
ciaries of these programs than 
could be obtained in regular em
ployment (Conley, Noble and El
der, 1986, p. 65). 

Recent Congressional action ad
dressed fiscal disincentives for 
workers and is helping to build mo
mentum for individualized employ
ment support. Section 1619 of the 
Social Security Act was enacted as 
a 3-year demonstration project ef
fective January 1, 1981 (made per
manent in 1986) to remove work 
disincentives for recipients of Sup
plemental Security Income (SSI) 
disability benefits who work de
spite continuing disabilities. Prior 
to enactment of Section 1619, re
cipients could lose eligibility for 
cash benefits and Medicaid cover
age if they engaged in substantial 
gainful activity. Section 1619 con
tains two basic provisions: 

• Section (a): Extension of cash 
and Medicaid benefits to individ
uals whose earnings prevent eli
gibility for regular SSI cash 
benefits (as income increases, 
cash benefits are reduced); 

• Section (b): Extension of Medi
caid coverage to individuals 
whose earnings, although high 
enough to prevent eligibility for 
SSI, are not high enough to 
cover medical care. 
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SUPPORTING A NEW 

There are three major messages 
in this report. First, there is a new 
way of thinking about how, where 
and with whom people with devel
opmental disabilities can live, learn 
and work. This new way of thinking 
has involved a shift from a preoc
cupation with preparation, care 
and treatment to a concentration 
on supporting participation, build
ing on capabilities, adapting 
environments and building rela
tionships. The old way of thinking 
meant offering individuals and 
families a limited number of op
tions. The new way of thinking 
means assisting individuals and 
families in identifying what is im
portant to them, and empowering 
them with decisionmaking and 
spending authority to act upon 
those choices. 

Second, the policies, funding 
mechanisms and services devel
oped in Minnesota represent our 
best efforts in light of what we have 
known. Recently, though, policies 
and innovations in funding have 
encouraged us to explore new 
service strategies and develop 
experience with new ways of think
ing and acting. 
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Third, the impact of these devel
opments in new policies and ser
vices has not yet tipped the 
balance in the life experiences of 
people with developmental disabil
ities. Madeleine Will, Assistant Sec
retary of the Office of Special 
Education and Rehabilitative Ser
vices, summarized the new vision 
when she stated: 

Citizens with developmental dis
abilities want the same opportuni
ties and ought to have the same 
opportunities as other members of 
the community-not because it is 
cost effective, even though it is, 
and not because it is prudent, even 
though it is. They should have the 
same opportunities because they 
deserve it (Will, 1984). 

There are many national, state 
and local initiatives which support 
and build on changes in the field of 
developmental disabilities. In the 
future, we will look back on these 
initiatives as milestones. Today 
they serve to illuminate the reforms 
which are underway in the current 
system. 

Federal Funding Reforms 

During 1986 there were numer
ous presentations to Congress and 
government agencies concerning 
the constraints of Medicaid funding 
on the abilities of states and com
munities to implement the new way 
of thinking in a systematic and reli
able way. Medicaid funding con
sistently supports institutional 
approaches and, according to 
Senator Lowell Weicker, " ... results 
in the isolation, segregation, and 
dependency of individuals" 
(Weicker, 1986). The Home and 
Community Based Waiver is a be
ginning step in altering this situa
tion. The waiver program has 
enabled many states to offer some 
support services to families. There 
is potential for the waiver to provide 
the flexibility needed to develop 
services and supports which will 
enable people to live in real homes 
and work in real jobs. If the poten
tial of the waiver is to be realized, 
however, it will be necessary to re
duce restrictions, expand the num
ber of people who can be served, 
and make the waiver permanent. 
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It's a familiar story, replayed thou
sands of times daily across the na
tion. A lack of openings in existing 
day programs and residential ser
vices leading to seemingly endless 
waiting lists. It's a crisis that's get
ting bigger every day as the dein
stitutionalization movement grows, 
and as more people with mental re
tardation graduate from schools, 
ready to enter the community (As
sociation for Retarded Citizens
United States, 1986). 
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Recent amendments to the 
Medicaid waiver (P.L. 99-272) are 
in line with these needed reforms. 
The amendments explicitly autho
rize Medicaid funding for sup
ported employment services for 
individuals who are leaving ICF-MR 
facilities. The amendments permit 
states to request a five-year, rather 
than a three-year, renewal of exist
ing waiver programs and the 
amendments authorize coverage 
of case management services. 

The waiver is one step in the 
right direction. There is a clear 
need for purposeful restructuring 
of Medicaid funding. One of the 
key elements of funding reform 
must be the need for funds to meet 
the unique needs of individuals, in 
contrast to the current system of 
funding programs. The spirit of 
funding should reflect that of the 
Education for All Handicapped 
Children Act (P.L. 94-142). Much 
can be learned from P.L. 94-142 
and its focus on integration and in
dividualization. The reallocation of 
Medicaid funds to support the de
velopment of individual and com
munity services is required to serve 
and respond to the needs of three 
groups of people with develop
mental disabilities: 

• Those currently living in institu
tions, all of whom would benefit 
from life in the community, 

• Those currently being served by 
community programs which are 
seeking to redesign their ser
vices to conform to the new way 
of thinking, and 

• The large numbers of people 
who are receiving no services. 

The needs of individuals in institu
tions and of those currently receiv
ing inappropriate services in the 
community have been a decided 
source of pressure for change. An 
even greater potential source for 
change lies in the unmet needs of 
individuals who are waiting for 
services. 

Developing Alternatives 
to Institutional Care 

A prevailing theme in the new 
way of thinking emphasizes the in
creasingly shared belief that peo
ple with developmental disabilities 
should live in the community. There 
is growing support across Minne
sota and across the country to 
phase out institutions and develop 
community alternatives. 

Rhode Island Eliminates 
Institutional Care 

On July 30, 1986, Rhode Island 
Governor Edward DiPrete an
nounced that the Ladd Center 
would be closed within five years. 
This will mean that Rhode Island 
will be the first state in the country 
to eliminate institutional care for its 
citizens with developmental dis
abilities. 

Mission of Connecticut 
Department of Mental 
Retardation 

On February 13, 1986, the De
partment of Mental Retardation in 
Connecticut approved a new mis
sion statement indicating that it will 
join with others to create the condi
tions under which all people with 
developmental disabilities experi
ence: 

• Presence and participation in 
Connecticut town life; 

• Opportunities to develop and ex
ercise competence; 

• Opportunities to make choices 
in pursuit of a personal future; 

• Good relationships with family 
members and friends; and 

• Respect and dignity. 



Minnesota Counties Set 
Goal to Return All 
Residents in Institutions to 
Their Communities 

Dakota, Ramsey and Wadena 
Counties in Minnesota have each 
declared that they will return all 
people in regional centers to com
munity placements in their county 
of residence. This means that 
these counties will actively develop 
or stimulate the development of ap
propriate community arrange
ments for the institutionalized 
individuals under their jurisdic
tions. There were 66 counties 
in Minnesota, as of November, 
1986, with no children in regional 
centers. 

County Initiative to 
Diversify Services 

Wadena County has allocated 
county resources for a contract 
with a local ICF/MR facility to de
velop a SILS program and other di
versified services. This would 
permit residents of the ICF/MR fa
cility to move to community living 
arrangements and, in turn, for 
county residents currently residing 
in the regional center at Brainerd to 
move to the ICF/MR. State policy 
should support local efforts to 
provide services in the community 
by allowing resources to follow the 
person to the most appropriate res
idential arrangement. Incentives 
should also be provided to ICF/MR 
providers to diversify their services 
to meet the needs of their resi
dents, rather than requiring resi
dents to fit into the programs of the 
facilities. 

Promoting Individualized 
Options 

Across the country and state, 
there are a number of initiatives 
which seek to support people with 
developmental disabilities as indi
viduals and as members of the 
community. Some examples of lo
cal initiatives follow. 

Partnership for Quality 
Services 

This demonstration project is de
signed to maximize the sk_ills of 
parents and promote cooperation 
among parents, professionals, ser
vice-providers and community 
members to establish mechanisms 
for monitoring programs and en
suring quality standards. The proj
ect is funded by the Governor's 
Planning Council on Developmen
tal Disabilities, and is conducted 
by the Association for Retarded 
Citizens-Minnesota. 

The new way of thinking requires 
a different orientation to quality as
surance and evaluation. This proj
ect addresses this issue. The focus 
on real outcomes and a concentra
tion on the strengths and needs of 
the individual mean that inspec
tions, licensure and traditional 
evaluation approaches are not ap
propriate. 

Through this project we light the 
way toward a future in which care 
for retarded citizens in this nation 
no longer need include large, im
personal institutions. This commit
ment to dignity, quality and 
compassion is in the finest tradi
tions of our state (Di Prete, 1986). 

It's the beginning of the end of in
stitutional care .... Institutions are 
not appropriate places for people 
to live (Robert Carl, Director, 
Rhode Island Mental Retardation 
Division). 

43 



"The real issue is quality of life, not 
quality of care" (Jerry Provencal, 
Superintendent of Macomb-Oak
land Mt. Clemens, Michigan). 

No matter how much money is 
spent and how well-intentioned 
supports and services are, the 
lives of people may not be signifi
cantly altered unless there is a way 
of assuring the quality of those 
supports (Bruce Kappel, G. Allan 
Roeher Institute, Toronto, Canada). 
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Alternative Case 
Management Delivery 

In Dakota and Washington 
Counties, a project is underway to 
explore the feasibility and value of 
having parents serve as case man
agers for their children with devel
opmental disabilities. By building 
on the interests and talents of par
ents, the project hopes to encour
age parent leadership resulting in 
better and more cost-effective ser
vices. The project is funded by the 
Governor's Planning Council on 
Developmental Disabilities and di
rected by the Association for Re
tarded Citizens-Suburban. It 
provides training and support to 
parents who are interested in man
aging their children's services and 
plans. Parents will receive training 
and a minimal monthly stipend to 
coordinate activities and services 
for their children with the county 
case manager serving as a facilita
tor. A modified voucher system 
based on a range of needed ser
vices will be used by the county to 
disburse funds according to the 
parent-set plans. 

Cooperative Consumer 
Owned Housing 

Several Minnesota families are 
embarking on cooperative ven
tures to purchase or lease a house 
or apartment for their children with 
developmental disabilities. 
Families contract directly for sup
port services, and own and man
age the housing. This enables their 
sons and daughters to live in the 
community in a home of their own 
with control over the amount and 
kind of services or supports neces
sary. 

Regional Cooperation to 
Make Waivers Available 
Where They are Needed 

Eight Minnesota counties (Bel
trami, Cass, Clearwater, Crow 
Wing, Hubbard, Morrison, Todd 
and Wadena) have entered into a 
regional cooperative arrangement 
for using waivered services. The 
arrangement is coordinated by the 
Regional Services Specialist, an 
employee of the Department of Hu
man Services. This cooperative al
lows the counties not making use 
of their allocated waiver positions 
to make them available to the 
counties needing them. 

The initiatives outlined above are 
helping to create a new vision in 
Minnesota. The translation of that 
vision into reality statewide will de
pend on two changes: 

1) Major reforms in federal funding 
to encourage the routine and 
systematic development of ser
vices and supports to individuals 
as participating and contributing 
members of their communities. 

2) Systematic attention at the state, 
local, family and individual levels 
to ensuring that the vision is 
achieved. 

Professionals need a sense of 
urgency in getting people with de
velopmental disabilities out of insti
tutions. We in America have no 
patience tor waiting so why do we 
expect people with disabilities to 
wait while we plan their lives (Jerry 
Provencal, Superintendent of 
Macomb-Oakland, Mt. Clemens, 
Michigan). 
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Supporting a New 
Vision-What Can 
Minnesotans Do? 
Consumers and Parents 
• Participate in team meetings and 

individual planning sessions and 
ask questions linked to important 
aspects of your life: 
• How will this plan or series of 

activities assist the individual 
with a disability to live and 
participate in the community? 

• Would this objective or activity 
be appropriate for a person of 
the same age who is not 
disabled? 

• Is this objective or activity 
geared to the future and 
where the person will be living 
and working? 

• Is the development and sup
port of friendships for the per
son with disabilities a part of 
the plan of action? 

• Visit other programs, find out 
what they are doing that is use
ful, and ask questions of other 
parents and consumers about 
what they find helpful. 

• Join other individuals and organ
izations such as the Association 
for Retarded Citizens, the Asso
ciation for Persons with Severe 
Handicaps, and the United 
Cerebral Palsy Association and 
other groups to help make re
forms in the system. 

• Find out what is possible and re
quest that service providers also 
know the state of the art. 

46 

As Policymakers 
• Ensure that funding is linked to 

the achievement of valued out
comes. Welcome and be pre
pared to answer questions about 
why a service is being funded 
and whether or not it leads to in
dependence, productivity, and 
integration. 

• Make it a point to visit services 
and programs regularly, and talk 
with the people whose lives are 
affected by them. 

• Increase the incentives and 
recognition for providing quality 
services. 

As Professionals and Board 
Members 
• Be aware of state of the art pro

grams. 

• Review your practices to ensure 
that individuals are treated with 
respect and dignity. 

• Revise your program goals and 
objectives to ensure that activi
ties are age appropriate, func
tional and community 
referenced. 

• Respond to the needs of people 
as individuals and ensure that 
they are involved in decision
making. 

• Continually ask-are we doing 
the right thing? Request regular 
and frequent feedback from 
consumers and families. 

As a Citizen, Friend, or 
Neighbor 
• Use your relationships in the 

community to help people with 
developmental disabilities be
come part of the community. 

• Welcome individuals with dis
abilities into your neighborhood, 
school, business, church-be a 
friend. 

• Visit the services offered by your 
community. Question whether 
the services support and include 
individuals with developmental 
disabilities. 

• Think about how many friends 
you have who are not paid to talk 
to you, and compare that to the 
number of friends in the lives of 
people with disabilities. 

As a Community 
• Think about ways to ensure that 

people with developmental dis
abilities have the opportunity to 
live in homes of their own rather 
than service settings and to be 
real neighbors. 

• Look around your community 
and discover who is missing or 
has had to leave your community 
because services and supports 
were not available. Consider 
what you can do to help them re
turn home. 

• Set an agenda for creating a 
community that welcomes, in
cludes and supports people with 
developmental disabilities. 

"All communities depend on the 
capacity of people-on their full
ness, on their possibility-the heart 
of community is ·capacity.' If we 
want to create community we build 
on capacity of the individuals we 
serve and not on needs." 
(John McKnight, Associate Director, Center 
tor Urban Affairs and Policy Research. 
Northwestern University) 
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