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In Minnesota, residential, 
developmental achievement 
services, and case manage
ment are usually only 
provided to people with 
mental retardation. 

At times in all of our lives we need the support of others, 
either to achieve independence or to maintain a measure of it. 
For most of us those times are when we are young, 
temporarily disabled, or very old. Some of us need continuing 
help because of our disabilities. In this group are persons with 
developmental disabilities. 

A developmental disability is defined by Public Law 95-602 as: 
"severe, chronic disability of a person which- (a) is attributable to a mental or physical impairment or 
combination of mental and physical impairment; (b) is manifested before the person attains age 22; (c) is 
likely to continue indefinitely; (d) results in substantial functional limitations in three or more of the following 
areas of major life activity: (i) self care, (ii) receptive and expressive language, (iii) learning, (iv) mobility, 
(v) self direction, (vi) capacity for independent living, and (vii) economic sufficiency; and (e) reflects the 
person's need for a combination and sequence of special, interdisciplinary, or generic care, treatment, or 
other services which are of lifelong or extended duration and are individually planned and coordinated." 
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PART I 

OVERVIEW 

Living and building a future in 
the community can be very com
plicated for persons with develop
mental disabilities. It involves 
those things that we all value
family life, respect, making choices, 
caring relationships, a sense of 
purpose, sufficient resources, a 
place to live, a job, good health, 
and good times. 

Persons with disabilities must 
rely on their own abilities and the 
help of family, friends, and caring 
people. Many will also require the 
assistance of services of many 
types: educational, residential, em
ployment, counseling, and others. 
Just as the individual must put all 
the pieces of his or her life to
gether, services must be organized 
to provide systematic support to 
the individual. They must also op
erate so that the individual 
achieves what is valued. 

The goal of human service sys
tems should be to assist individu
als with disabilities to grow, de
velop, live, learn, work and partici
pate to the fullest extent possible 
in community life. Underlying 
principles of effective service deliv
ery are responsiveness to individu
als, community integration and 
quality of services. 

A system of services must en
courage the inclusion of the indi
vidual in the community. Services 
need to support the involvement of 
the individual, family, friends, and 
fellow citizens rather than replac
ing that involvement. There is no 
question that the place for people 
to learn to live in the community 
is in the community with and be
side other citizens. Services that 
assist people to build futures of 
quality in the community, there
fore, must ensure that people with 
disabilities are not only present in 
the community but live, learn, 
work, and participate with other 
citizens who are not disabled. 

Most of the services needed by 
people with disabilities are the 
same as those needed by other citi
zens-housing, education, employ
ment and health services. The or
ganizations which provide those 
services to others should provide 
them to people with disabilities. 

Effective human services are 
characterized by competence and 
quality. Services are delivered 
through people-staff, volunteers, 
parents and administrators. People 
who are caring, competent, value 
people with disabilities, and are 
willing to utilize new knowledge 
and skills should be recruited, 
trained and employed. Agencies 
that comprise the s"ervice system 
need to understand its goals, the 
role of their particular services, 
and what constitutes quality and 
excellence. 

Policies, regulations, staff selec
tion, and funding are essential ele
ments in ensuring competence and 
quality. Most critical, however, are 
advocacy and organized, systematic 
monitoring of what happens to and 
for individuals. Advocacy and 
monitoring at the system level re
quire structures and processes to 
ensure accountability to the indi
viduals, families and funding agen
cies. 

These principles-responsiveness, 
community integration and quality 
of service must pervade the system 
and component services. During 
the past two decades, the number 
of services in the system has in
creased from dozens to hundreds, 
and may increase to thousands in 
coming years. Values undergird the 
goals or direction of public policy; 
those values which are vital to fu
tures of quality for persons with 
developmental disabilities are ex
plored in Part II. Current status, 
exemplary programs and steps 
toward a policy agenda are de
tailed in Part III. 
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PART II 

VALUES AND FUTURES OF QUALITY 

Communities-Where 
Futures Are Built 

Communities--the counties, cit
ies, towns, villages, and crossroads 
of this state-are the places in 
which Minnesotans develop their 
lives and futures together. Having a 
sense of community means having 
a sense of belonging, of being in
cluded. Living as part of a commu
nity means belonging to a family; 
going to school; learning a trade or 
profession; finding and holding a 
job; and belonging to a number of 
organizations and groups. It means 
taking advantage of the many op
portunities available to us in the 
communities in which we live. 

Each member of a community 
has unique qualities--different ages, 
incomes, political affiliations, abili
ties and disabilities, cultural and 
racial backgrounds. Some Minneso
tans have disabilities caused by se
vere physical or mental conditions 
that limit their intellectual func
tioning or abilities to adapt to the 
demands of everyday life. The 
causes of these conditions are 
many-environmental, heredity, 
injury, disease-and so are the 
effects. Most persons with disabili
ties live quite independent lives in 
the communities of Minnesota. 
Some have greater needs, however, 
and require assistance so that they 
can participate to the fullest extent 
possible in the life of the commu
nity. Fundamentally, however, Min
nesotans who are also disabled are 
more like their fellow citizens than 
different. 

For a variety of reasons, all too 
often having a disability has meant 
that our fellow citizens have not 
been included in our communities. 
Some have grown up and lived ex
tremely isolated lives away from 
their home community. Others 
have lived in communities, but not 
as part of them. They have gone to 
special schools, special places to 
work, and have lived in special 
places. 

Times, opportunities, and ideas 
are changing. There have been sig
nificant changes in the ways that 
we see the needs of our disabled 
fellow citizens, the ways in which 
we allocate resources to respond to 
their needs, and what we hold to 
be right and just for them. 

Building the Future
Creating A Vision 

Disabilities create complexity in 
people's lives. One of the unfortu
nate complexities is having to deal 
in different ways with much of 
what everyone else takes for grant
ed-living with a family, having 
friends, going to school with the 
other kids in the neighborhood, 
thinking about a career. On the 
other hand, thinking about the fu
ture, having a vision of what is 
desirable, often becomes remarkably 
simple. 

The vision is of people with 
disabilities being and becoming 
valued and contributing members 
of communities-being respected 
for one's abilities and what one 
does with them; making choices 
about one's life; always growing 
and developing as a person; living 
and working with people who care; 
being able to enjoy a decent home, 
job, friends, and good times. 

Increasingly, public policy 
supports the idea that the 
place for people with dis
abilities to build their futures 
is in the community. 
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Supporting Families: 
Making that vision a reality of

ten hinges on whether or not chil
dren are able to grow up with a 
family. For people with disabilities. 
the future is frequently affirmed or 
denied at this very basic level. 
Ritchie's and Cindy's futures have 
been significantly affected by the 
ways assistance was provided to 
their natural or alternative families. 

R itchie is a young man with a developmental dis
ability. His family was having a number of prob
lems caring for Ritchie at home. Their feelings 

about Ritchie and themselves were suffering. They were 
considering placing Ritchie in a state institution. 

We spoke to Ritchie and his parents and asked them 
what it would take to keep Ritchie at home. The answer 
developed into a live-in aide, someone to support the 
family and help Ritchie. The live-in aide also did some 
of the housework and arranged for Ritchie to participate 
in some recreational and educational opportunities. 

After nine months, Ritchie's behavior had changed so 
dramatically a live-in aide was no longer needed. Now, 
someone comes into the home only for specific periods 
of time during the day. 

This relatively simple "intervention" has meant that 
Ritchie has stayed at home with his family. The parents' 
marital problems have been eliminated. Ritchie continues 
to have a future in the community. 

Cindy used to spend the school year at the regional 
deaflblind center. She went to the local institution 
for holidays and the summer. She has no natural 

family, and an adoptive home could not be located. 
At the age of fourteen, however, Cindy left the center 

and the institution and started to live in the community. 
An alternative family was arranged for Cindy. She now 
lives with Carl and Sharon. She has new brothers and 
sisters who care about and love her. She enjoys white 
water rafting, camping, dancing, and hot Mexican food. 
She enjoys being part of a family, belonging. 



Earning Respect/Being With 
Others: 

The people who care about us, 
our families and friends, give us 
love. The people we learn and 
work with respect us, at least to 
the extent that they see us strug
gling, striving, achieving. A number 
of people have corne to know and 
respect Shawntell. Doug is a young 
man who had and caused a lot of 
trouble until he had to earn 
respect. 

S hawntell was six when she started horseback rid
ing. She rode with a group of ten little girls, ages 
six to eight. Shawntell was the only child with a 

developmental disability. To ride a horse, for instance, 
Shawntell needs one person on each side of her to sup
port her and another person to guide the horse. 

Shawntell is an equestrian. The only difference be
tween her and her friends is the amount of support she 
requires to be a rider. 

Shawntell is eleven now and attends her neighborhood 
school. She rides the regular bus to school each day 
with a little help from her friends. The other kids sit 
with her on the bus and help her get in and out. There 
is usually a 'fight' to see who can sit with Shawntell on 
the bus. 

She attends a special education class in the school, 
but spends a lot of time with typical children during 
the day-at lunch, phys ed, art, music, and recess. 
There's a buddy system in the school as well, so non
handicapped children spend time in Shawntell's special 
class all during the day. Part of the week is spent out 
of the school and out in the community working on 
those skills Shawntell needs to know. Typical children 
are involved in this activity with Shawntell. Shawntell 
goes on field trips with all the other fifth graders. After 
school she often walks home with the other kids and 
plays with them. 

D OUg is a young man who not only presented some 
challenges in learning, but also in controlling 
some aggressive behavior. Because of this, it was 

thought Doug needed 'sheltered work.' Doug tried this 
kind of work. His behavior consistently led to his being 
suspended or dismissed. 

This obviously was not the answer. So, we got him a 
job in a large mall doing maintenance work. He would 
be right in the thick of things. He started out getting 
one-to-one supervision, and over time he was really en
joying and learning from the experience. The other 
maintenance workers began providing assistance and in
struction to Doug. Doug does not require one-to-one su
pervision any more. He is part of the maintenance staff 
and a valued employee who is liked and respected. 
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Making Choices/Having 
Resources: 

Being a disabled person often 
means having a lot of other people 
make important decisions about 
your life -where to live and with 
whom, whether you are considered 
"employable" or "trainable," 
whether you are worth the effort 
or not. Being included in a com
munity means having access to the 
same opportunities as others and 
being supported in taking advan
tage of those opportunities. Judy is 
a woman who had to make some 
hard choices and then fight even 
harder to have them respected. 

Supportive Communities: 
These people-Shawn tell, Doug, 

Ritchie, Cindy and Judy-are not 
unusual people. They do have 
special needs because of develop
mental disabilities. 

The communities in which 
they now live, grow and develop, 
participate, learn, and work are 
not unusual communities. The 
people involved in their lives are 
simply fellow citizens who share 
a vision of what is possible for 
their friends. 

What is unusual is that these 
individuals with disabilities and 
members of their communities 
have been assisted to make that 
vision a reality. 
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j udy can talk and move her thumb. When I first met 
her she was living in a chronic care hospital. The 
place was traumatized by this spunky, vital woman 
who left the hospital and went to work every day 

just like a 'normal' person. Judy's job was Director of 
the Centre for Handicapped Students at the University. 

Against all odds she fought the hospital mentality and 
went to work daily, but she was getting psychologically 
worn out. When my husband and I met her she was 
frantic to get out of the stifling hospital environment. 
We were simply amazed that such an energetic, compe
tent and normal person as Judy could stand to live in 
such a place. 

Later we were invited to a celebration party-Judy's 
first year out of the hospital. Unbeknownst to us, people 
like us had helped her leave the hospital. Simply by re
sponding to her plight, by saying we'd feel all cooped 
up, we legitimized her own feelings. Most of the people 
around her-the professionals, her nurses, social workers, 
doctor-kept telling her she had no choice, she should 
adjust. Telling her she was better off where she was. 
When she got depressed or upset, she was called mani
pulative, bossy, etc. 

She left the hospital and so ensued a one year battle 
with the social service bureaucracy for the simple right 
to live as a human being in the home and community 
of her choice. 

She now lives in a one-bedroom apartment. Her at
tendant coordinator has an apartment in the same build
ing. A number of people work part-time to help Judy to 
get out and about. Her apartment is "rigged" with a 
number of devices so she can do a lot on her own. The 
efforts of a network of friends and associates make sure 
that things don't fall apart. You see, the social service 
system is still in a bit of a panic. Arrangements continu
ally have to be renewed and renegotiated. Judy simply 
wants the right to choose where and how she lives. This 
simple choice requires an on-going battle for dignity and 
self-respect. (Forest and Snow, 1983) 



What Kind of Community is Responsive 
to People With Disabilities? 

• A community where children can grow up as members 
of families. 

• A community where children and adults can be part 
of loving and caring relationships. 

• A community where all children can learn together 
and from each other. 

• A community where all young people can learn what 
they need to know to get a job, to develop a career. 

• A community where adults have a chance to work 
and contribute to the community, and where needed, 
get extra support so they can work to their fullest 
potential. 

• A community where people can turn not only to com
munity services, but their friends and neighbors for 
support. 

• A community that thinks about ways to include all its 
citizens rather than to exclude them. 

• A community that recognizes disability as a part of 
the human condition and as part of the challenge that 
competent, responsible communities must meet. 

A vision of the future must 
involve supporting communi
ties to act responsibly, to be 
competent, to recognize and 
support the citizenship of 
Minnesotans with develop
mental disabilities. 
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PART III 

TOWARD A POLICY AGENDA FOR 
ASSURING FUTURES OF QUALITY 



PREVENTION 

Goal: A Statewide Prevention Agenda Should be 
Oeveloped and Implemented 

Current Status. 
According to one Minnesota 

County Social Services Director, 
"Enough mental retardation is 
caused by poor nutrition, inade
quate health care, drugs and alco
hol to keep us all busily employed 
for the rest of our lifetimes." Pre
vention is an easy target for budget 
cuts since such activities do not 
readily produce immediately visible 
benefits. The following categories 
include the major known causes of 
developmental disabilities: 

Heredity. Disabilities may be inher
ited in the same way that blood 
type, hair color, and other traits 
are transmitted through the genes 
and chromosomes. Two examples 
are Tay-Sachs disease and sickle 
cell anemia. 

In many cases the exact genetic 
cause of a particular disability is 
unknown. Open spine defects 
(called spina bifida) or other neural 
tube defects may occur because of 
a combination of heredity and pre
natal environmental factors working 
together. According to the Spina 
Bifida Association of Minnesota, 
spina bifida is the second most 
common birth defect, outnumbered 
only by heart disorders. 

In some situations a woman's 
genetic makeup may be detrimental 
to her unborn child. If they do not 
receive special treatment, women 
who carry the genes for Rh nega
tive blood, for example, have 
higher rates of miscarriage, still
birth and newborns with congenital 
defects than women with Rh posi
tive blood (March of Dimes, 1983). 

Metabolism. Several types of meta
bolic conditions can be screened at 
birth. One metabolic disorder, 
phenylketonuria (PKU), affects the 
ability of the body to break down 
protein and can result in mental 
retardation without proper detec
tion and treatment. PKU occurs in 
about 1 of 15,000 births. Congeni
tal hypothyroidism also requires 
detection and medication soon after 
birth to prevent growth impairment 
and mental retardation which oc
curs without treatment. Hypo
thyroidism occurs in approximately 
1 of 4,000 births (U.S. Department 
of Health and Human Services, 
1980). 

Infections. Congenital infections 
such as rubella (German measles), 
toxoplasmosis, and herpes affect 
the mother and can cause disabili
ties if transmitted to the fetus. Of 
the 3 million babies born annually 
in the United States, approximately 
3,000 have congenital toxoplasma 
infection (Papageorgious, 1980). Ru
bella may cause blindness, deaf
ness, mental retardation, and possi
bly autism (Thompson and 
O'Quinn, 1979). 

Teenage Pregnancy. Babies born 
to teenage mothers are more likely 
to be premature and of low birth
weight, a factor which can cause 
mental retardation, cerebral palsy, 
epilepsy and birth injuries. Teenage 
mothers run higher risks of toxe
mia and anemia during pregnancy 
than women in their early twenties 
(Moore and Burt, 1982). Although 
many of the health risks to preg
nant teenagers can be reduced 
through proper nutrition and health 
care, the risks to the very young 
(15 years and younger) cannot be 
entirely eliminated (Moore and 
Burt, 1982). 

Community Awareness Program-Southdale YMCA 

Nutrition, Smoking and Drugs. 
Improper nutrition, smoking and 
drugs may cause disabilities. While 
each of these factors may inde
pendently affect the fetus, the 
effects of all three together can be 
severe. 

Poor nutrition can result in low 
birth weight babies. If a pregnant 
woman who does not have an ade
quate diet also smokes, the effects 
may be compounded because 
smoking may also deprive the fetus 
of nutrients. According to Gam, 
Shaw, and McCabe (1977), smoking 
during pregnancy is "the most im
portant single preventable determi
nant of low birthweights," (p. 667). 
Finally, street and prescription 
drugs may also be harmful to the 
fetus. 

"In spite of all the ideas and 
all the technology and atoms 
in the world, it all comes 
down to shaping one 
individual at a time. "* 

'Reprinted with permission from Abbey Press. 
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Alcohol. Consumption of alcohol 
can cause disabilities, with the 
more severe effect called Fetal Al
cohol Syndrome. Fetal Alcohol 
Syndrome includes mental retarda
tion, microcephaly, delayed physi
cal growth, and facial anomalies. 
The incidence of Fetal Alcohol 
Syndrome is 1 in 1,000, (Streiss
guth, Landesman-Dwyer, Martin, & 
Smith, 1980). The effects of alcohol 
in the newborn have been detected 
with pregnant women consuming 
as little as 1 ounce of alcohol per 
day (Chernoff and Jones, 1979). 

Cultural Familial Causes. The so
cial environment of children may 
also result in development of dis
abilities, particularly mild mental 
retardation. Cultural familial causes 
begin with insufficient stimulation 
of the newborn. If a child is ne
glected or abused, the result can 
be a disability before reaching 
school. Boulware (1979) estimated 
that more than one in ten new 
cases of cerebral palsy are attribut
able to child abuse each year. 

Other Causes. Additional causes of 
disabilities include exposure to ra
diation, accidents, lead and envi
ronmental pollution. The effects on 
the fetus depend on the amount, 
length, and frequency of exposure 
to pollutants. The real effect of en
vironmental toxins, such as lead, 
on child development is probably 
underestimated. 
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"There has been a marked decrease in early prenatal care 
for pregnant women over the past three years .... Of 33 
states reporting prenatal care data for all women, 26 
states showed increased percentages of women receiving 
late or no prenatal care in 1982 over preceding years." 
(Children's Defense Fund, 1983) 

Each PKU screening costs $2.50. Incidence ;s one case 
per 10,000 tests costing $25,000. Extra cost of care for a 
PKU child for life is at least $720,00D-about 30 times the 
cost of screening (U.S. Department of Health and Human 
Services, 1980). 



What's Possible 

Disabilities can be prevented. At minimum, a statewide policy 
agenda should include Crocker's (1982) Golden Twenty Prevention 
Strategies which have been adapted as follows: 
1. Are all children and women in Minnesota immunized for rubella 
(German measles)? 

2. Do all pregnant women receive proper prenatal care with special 
attention to teenagers and other at-risk pregnancies? 

3. Do premature babies receive special diagnosis or treatment in in
tensive care units? 

4. Is genetic counseling provided to families in need of these 
services? 

5. Do pregnant women strictly limit use of alcohol? 

6. Are children being screened for lead poisoning and protected 
from high concentrations of lead? 

7. Are pregnant women who are Rh negative immunized when nec
essary to prevent Rh disease of the newborn? 

8. Are special car seats used to prevent head injuries to infants and 
young children? 

9. Are education and counseling services available to make adoles
cents aware of the medical risks of pregnancy during the teen 
years? 

10. Are identification and intervention services available for ne
glected and abused children? 

11. Are adequate nutrition and child health education available to 
pregnant women? 

12. Are newborn infants routinely screened for treatable metabolic 
conditions? 

13. Are newborn infants screened for hypothyroidism and provided 
appropriate treatment? 

14. Is proper testing for diagnosis of chromosomal disorders avail
able to all pregnant women over age 35? 

15. Are pregnant women being screened to identify neural tube de
fects (spina bifida)? 
16. Are screening and follow-up programs in place to identify and 
counsel carriers of Tay-Sachs and sickle cell anemia? 
17. Are early identification and intervention provided to infants to 
reduce the severity of disabilities that do occur? 

18. Are support services available for families with children who 
have disabilities? 

19. Is there financial support of research into causes and prevention 
strategies for disabilities? 

20. Are physicians aware of new research findings and procedures 
developed to prevent disabilities? 
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The Future of Genetic 
Screening 
Amniocentesis and ultrasonography, 
advances in prenatal screening in
troduced in the early 1970s, have 
allowed the detection of over 190 
genetic and chromosomal disorders 
prior to birth. While chemical analy
sis can detect "errors of chemistry," 
such as PKU, researchers are ex
ploring direct analysis of the struc
ture of specific genes. Such re
search is presently making its great
est impact in prenatal diagnosis of 
inherited blood diseases. 

Researchers believe that within 3 to 
5 years advances in genetic re
search will enable them to predict 
prenatally a number of inherited dis
eases. Much further in the future, 
researchers hope to replace detri
mental genes with normal ones, or 
induce malfunctioning genes to pro
duce normal chemical products. 

(McAuliffe & McAuliffe, 1983) 
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Fragile-X Syndrome-A New 
Cause of Mental Retardation? 
Researchers are reporting what ap
pears to be a newly identified 
cause of mental retardation, esti
mated to be about half as common 
as Down's Syndrome, * the most 
frequent chromosomal cause of 
mental retardation. The syndrome 
is called Fragile-X because of a 
narrowing and sometimes breakage 
in a specific region of the X chro
mosome. 

Interest in this area started with the 
recognition that males were over
represented among the mentally re
tarded population, whether institution
alized or living in the community 
(Turner & Turner, 1974). It was also 
documented that mentally retarded 
males more often had affected male 
relatives than affected female rela
tives. Such a genetic pattern, where 
males are more frequently repre
sented than females on a particular 
trait and are also more severely af
fected, suggests that it is a sex
linked trait and carried on the X 
chromosome. 

The Fragile-X is probably just one of 
a number of possible sex-linked 
causes of mental retardation without 
accompanying major physical malfor
mations, since the Fragile-X is not 
found in all members of this popula
tion. 

'Trisomy 21 (extra chromosome 21) 

Part of a set of human chromosomes. 
The arrow indicates the fragile site of 
an X chromosome. (Courtesy of 
Drs. J. Cervenka and B. Hirsch, Oral 
Pathology and Genetics, University of 
Minnesota) 



Steps Toward the Policy Goal 

1. A lead agency should be designated within state gov
ernment to develop and implement a prevention agenda. 
2. Information should be disseminated to health care 
personnel and families regarding available prevention 
services and newly discovered syndromes. 
3. Medical insurance and medicaid should be extended 
to include prevention services. 
4. Screening programs should be comprehensive and 
funded on a long-term basis to allow for follow up. 
5. Prenatal diagnosis should be made more widely avail
able to women. While amniocentesis has the potential 
for reducing the prevalence of disabilities, it is estimated 
that only 1 percent of women in the U.S. over age 35 
have access to amniocentesis (Warburton, 1980). 

6. An annual state "report card" on prevention activities 
should be issued to the Governor and State Legislature. 
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Madeleine Will, Assistant Secretary for 
Special Education and Rehabilitative Ser
vices of the U.S.Department of Educa
tion, in a recent interview stated: 
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I see a real need to disseminate information about the 
effectiveness of early childhood, early intervention pro
grams. It is clearly cost beneficial. And I think the real 
benefit accrues to the school systems that have to spend 
less money in the future on children who spend less time 
in special education and require less intensive services 
because they have had early intervention programs (1983). 



EARLY INTERVENTION 

Goal: Early Intervention Services (Birth Through Age 
Three) Should be Available for Children with Disabilities 

Current Status. 
Early intervention is the identifi

cation, assessment and provision of 
special programs for development 
of very young children with handi
caps or potential handicaps. 

Early intervention services help 
teach parents how to provide a 
stimulating and caring environment 
for infants and young children. Ef
fective intervention services must 
begin as early as possible, provide 
support to parents, improve the in
teractions between parents and 
children, and be least intrusive and 
most accessible to the parents. 

Cost Effectiveness of Early Inter
vention. Recently, the cost of pro
viding special education services to 
children entering at various age 
levels was calculated. The follow
ing results were given by Garland, 
Stone, Swanson and Woodruff 
(1981): 

Provisions for Early 
Intervention in Minnesota. 
• Minnesota State Law (M.S. 

120.17) mandates special instruc
tion and service for handicapped 
children from ages 4-21 or com
pletion of secondary school or 
its equivalent. Permissive legisla
tion allows for provision of spe
cial instruction and services 
under age 4. 

• The 1984 Minnesota Legislature 
will consider mandatory special 
instruction for handicapped chil
dren from birth through age 3. 
Eight states currently have legis
lation guaranteeing early educa
tion services to handicapped 
children from birth through age 
3. 

• The Minnesota Departments of 
Health, Education, and Welfare 
are working toward an inter
agency agreement for services to 
the birth through age 3 popula
tion. 

Cost of Special Education per Child to Age 18 

Birth 

2 Yrs. 

6 Yrs. 

Over 6 Yrs.* 

Age of 
Intervention 

'no movement to regular education 

$37,273 

$37,600 

$46,816 

$53,340 

Cost 

Minnesota Agencies Provid
ing Early Intervention 
Services. 
Services to handicapped children 
from birth through age 3 are cur
rently being delivered by many 
service providers: 
• Department of Health 

Services for Children with Hand
icaps (SCH) 
Supplemental Security Income 
Disabled Children's Program 
(SSI-DCP) 
Early and Periodic Screening 
(EPS) 
Community Health Services 
(CHS) 

• Department of Education 
Preschool Screening (PSS) 
Early special education programs 
in local school districts 

• Department of Welfare 
Early and Periodic Screening, Di
agnosis and Treatment (EPSDT) 
Developmental Achievement 
Centers (DAC) 
Day Care and Nursery Programs 

• Office of Economic Opportunity 
Head Start 

In 1982, 220 Minnesota school 
districts served at least one handi
capped child from birth through 
age 3, and a total of 1,057 handi
capped children in that age range. 
Fifty-one DACs served 1,396 handi
capped children from birth through 
age 3 in 1982. Duplication of 
counts between agencies is possible 
because some schools contract with 
DACs for services. DACs reported 
82 children (birth through age 3) 
on waiting lists. There may be as 
many as 5,000 handicapped chil
dren who need services or are un
derserved, according to Minnesota 
Department of Education estimates. 
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What's Possible 

Parent Training Network 
The Oregon Parent Training Network is an early intervention pro

gram. Serving as many as 450 families during a 12-month period, 
the network staff trains parents to stimulate their child in areas 
such as self-help skills, language and communication development, 
pre-academic skills development, and socialization. Network staff 
work with the parents and child at home or outside the home. 
Sometimes the setting is extended to the classroom if the child is 
of school age and the classroom teachers concur. 

Therapy services for infants are provided by physical and/or com
munication therapists who assess the need and design programs for 
the parents to conduct at home. Self-help, communication, and so
cialization are emphasized for the preschool handicapped child. 

Programming in the area of social behavior problems follows a 
slightly different format. Parents are assisted at the clinic in identi
fying problem behavior and obtaining baseline data on behaviors 
they would like changed. When objectives have been set, parents 
are assisted with treatment strategies designed to meet these objec
tives. These treatment strategies are monitored on a weekly basis. 
When the objectives have been met, follow-up contacts are made in 
three-month intervals. 

In addition to the core training clinic at the Teaching Research 
Division of the Oregon State System of Higher Education in Mon
mouth, Oregon there are 30 parent trainers at the 21 training sites 
located in 21 of Oregon's 36 counties. 

This Oregon program has been in operation for almost ten years 
and has been successfully replicated in Iowa, New Hampshire, 
Rhode Island and Washington; however, no other state has imple
mented the model on a statewide basis. 
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"We started Matthew at 3 weeks in 
the Parent Training Clinic and are 
pleased with that guidance. Now 
our son is 13 months old. Our 
family and relatives are proud of his 
interest in learning. He is crawling 
everywhere and is standing up to 
furniture. He's drinking by himself 
and working with a spoon. All in all, 
he seems to be a regular kind of 
kid. 
We realize now how strongly pre
conceived and old-fashioned ideas 
have affected thoughts of this hand
icap. Knowledge has changed so 
much in past years and with early 
stimulation a child with this handi
cap can succeed remarkably!" 
(Nancy and Mike Robinson, 
Parents) 



Steps Toward the Policy Goal 

1. State and local health, education, and welfare agen
cies should coordinate their efforts to provide early in
tervention services. 
2. The Minnesota Department of Education should be 
designated as the lead agency responsible for providing 
early intervention services. 
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FAMILY SUPPORT 

Goal: Support Not Supplant the Family 

Current Status. 
Support for families has emerged 

as a recent response to the spiral
ing costs of out of home place
ments and to a heightened aware
ness of the service functions that 
families perform for their members. 
As of January 1, 1984, sixteen 
states provided some type of fam
ily support program. The sixteen 
states are: Connecticut, Florida, 
Idaho, Illinois, Michigan, Minne
sota, Montana, Nevada, New York, 
North Dakota, Ohio, Pennsylvania, 
Rhode Island, South Carolina, 
Washington, and Wisconsin. Flor
ida has the highest stipend 
allowing up to $680 per month. 

The Minnesota Family Subsidy 
Program was established for chil
dren living at home at risk of out 
of home placement and children 
residing in a state institution or 
community residential facility who 
would return to their own home 
under this program. Priority for se
lection is given to families of se
verely and multiply handicapped 
children who are experiencing a 
high degree of family stress and 
show the greatest potential for ben
efiting from the program. Grants of 
up to $250 a month are made to 
cover the costs of assessments, 
homemaker services, specialized 
equipment, therapists, preschool 
costs, transportation, and respite 
care. Currently 187 Minnesota fam
ilies receive Family Subsidy at a 
total cost of $550,800, with approx
imately 130 families on the waiting 
list. 

When randomly selected families 
participating in the program were 
asked about the program's effective
ness, 97 percent reported that the 
program was of great or very great 
help. The subsidy enables families 
to keep their disabled child at 
home, relieves financial, social, and 
psychological stresses, and allows 
purchases to meet the child's 
needs (Policy Analysis Paper #18). 
Minnesota's Representative John 
Brandl (1982) noted in Corporate 
Report that family support can be 
a cost-effective as well as a hu
mane alternative to institutional 
care in a period of fiscal cutbacks. 
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What's Possible 

Follow-up Intervention for Normal Development 
The Follow-up Intervention for Normal Development (F.I.N.D.) in 
San Bernardino, California is a family support program. 

F.I.N.D. is a group of counselors from public health and nursing 
backgrounds and a program manager. When a child is born who is 
ascertained by hospital staff to be at-risk, a project counselor is con
tacted. Before the baby is released from the hospital, the counselor 
will offer F.I.N.D.'s services to the parent. If the offer is accepted, 
the counselor will assemble a team which includes medical staff, 
public health nurses, and representatives of programs which might 
be called upon to work with the child during the first year. This 
team, with the parents, draws up an individual program plan for 
the coming twelve months which will be updated on a quarterly 
basis. 

The F.I.N.D. counselor thereafter coordinates the execution of the 
program plan. Over the next year, the counselor will meet with the 
parents to discuss program revisions or progress and make sure the 
plan is implemented. The counselor also facilitates the sharing of 
information so that all members of the team can truly coordinate 
their efforts for maximum effect. 
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The words of one F.I.N.D. counselor 
best sum up the nature, effect, and 
cost-benefit advantages of the project: 

"I don't feel we are introducing 
any new interventions. All of 
these specialties have been in 
the region for a long time ... We 
don't seem to need a larger bur
eaucracy to handle the coordina
tion; we seem to get along very 
well without it. .. I guess you 
might say that the "at risk" 
baby is really the center, and we 
manipulate our systems to help 
that little girl or boy develop. 
The only difference may be that 
whatever it is we each are 
doing, we are doing it together 
... better than we've ever done it 
before." 



Steps Toward the Policy Goal 

1. The current Family Subsidy program should be re
named "Family Support" and greatly expanded in the 
number of families served. Age restrictions should be 
changed to allow young adults to be included. The max
imum stipend should be raised from $250. 

2. Direct family participation should be an integral part 
of local planning, service delivery, and monitoring of 
services. 

Family-style mealtimes-Residence One 
Group Home, Shoreview 
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LEARNING IN THE COMMUNITY 

Goal: Special Education Should Ultimately Prepare 
Students for Independent Living 

Current Status. 
Federal and state legislation 

guarantees each child with a hand
icap the right to a free, appropriate 
public education in the least re
strictive environment. 

Numbers of Minnesota Children in Special Education 
By Primary Handicapping Condition 

• Free means provided at public 
expense. 

• Appropriate means a program 
with specially designed instruc
tion and services based on indi
vidual needs. 

• Least restrictive environment 
means the specially designed in
struction and service must take 
place in the most integrated set
ting possible. 
In 1982, a total of 77,455 chil

dren from birth through age 21 re
ceived special education services 
provided by the 436 Minnesota 
school districts in public and non
public settings. 

Speech Impaired 

Educable Mentally Retarded 

Trainable Mentally Retarded .:mil 
Physically Handicapped .1,385 

Hearing Impaired "1,488 

Visually Impaired .421 

Learning Disabled 

Emotionally Disturbed ~ 

Deaf and Blind 122 

Autistic 1148 

Other Health Impaired. 757 

SOURCE: Minnesota Department of Education 

19,091 

9,993 

34,765 



Cost of Special Education in Min
nesota. The Minnesota Department 
of Education estimated that special 
education services cost 
$179,605,000 in Fiscal Year 1982. 
About $163,787,000 or 91 percent 
of total expenditures from state, 
federal and other sources were for 
special education personnel. Distri
bution of special education person
nel expenditures by primary handi
capping condition indicates that 
the largest expenditures of re
sources were for 1) learning dis
abled, 2) educable mentally re
tarded, 3) other essential personnel 
and 4) trainable mentally retarded. 

The balance, approximately 
$15,818,000, or 9 percent, was for 
books, supplies, contracted services, 
etc. 

Expenditure for Special Edu
cation Personnel and Other 
Costs in Minnesota School 
Districts, 1982 
Speech Impaired 
Educable Mentally 
Retarded 
Trainable Mentally 
Retarded 
Physically Handicapped 
Hearing Impaired 
Visually Impaired 
Learning Disabled 
Delinquents 
Emotionally Disturbed 
Preschool 
Autistic 
Homebound 
Other 

$16,679,000 

22,615,000 

19,113,000 
4,874,000 
4,053,000 
1,154,000 

53,398,000 
2,600,000 
9,487,000 
6,504,000 
8,720,000 
9,000,000 
3,144,000 

*Other Essential Personnel 22,446,000 
Personnel 
cost total 
Other costs 

Total cost FY 1982 

$163,787,000 
15,818,000 

$179,605,000 

'includes directors, psychologists, social workers 
and others 
SOURCE: Minnesota Department of Education 

Transition between school and 
adult services. A major need in 
Minnesota and most states is tran
sitional services which help high 
school graduates who are disabled 
move from school to adult life. 

Special education must go be
yond a concentrated thrust on aca
demics since the ultimate goal is 
developing a student's capacity for 
independence. "Commercial kits 
and irrelevant paper and pencil 
tasks should be faded out; real 
money, real streets and cars, real 
people, real stores, real world set
tings must replace them." (Brown, 
Nietupski, & Hamre-Nietupski, 
1976, p. 14) 

In a recent survey of Minnesota 
special education directors by the 
Minnesota Severely Handicapped 
Service Delivery Project, several 
problems were identified which 
prevent effective transition between 
schools and adult services. These 
problems include: 
• Inadequate resources in adult 

service agencies to provide pro
grams comparable to that pro
vided by schools. 

• Need for locally available adult 
service programs. 

• Need for a formal process for 
transition. 

• Need for awareness and plan
ning for a student's post-school 
options. 

• Need for vocational programming 
for students while in school. 

• Poor case management by adult 
service agencies. 

• Transportation difficulties. 

Of the special education direc
tors responding to this survey, over 
one-half reported some level of 
transition planning occurred for 
graduates with a higher proportion 
of assistance provided by special 
education cooperatives than by sin
gle districts. 

The services that were cited as 
most important to successful transi
tion were joint IEP (Individual 
Education Plan) planning between 
the school and the adult service 
provider especially during the sen
ior year; informing families on how 
to access services; case manage
ment to minimize service disrup
tion and involvement of Vocational 
Rehabilitation to emphasize em
ployment as the first option. 

According to a recent interview with 
Madeleine Will (1983): 

A tremendous amount of productivity 
is being wasted because 50 to 75 
percent of disabled adults are 
unemployed. If people at the state 
level-and at the federal level-will 
look at the cost of supporting dis
abled individuals who are unem
ployed, but perhaps live in the most 
restrictive possible kind of setting, 
they will see that there is not only a 
clear need from a humanitarian 
standpoint but a clear need from a 
fiscal standpoint to provide these 
services. 
We are saying some things that are 
somewhat radical. We are saying 
that severely handicapped people 
can work. And that has not been 
the operative assumption in the 
past. 
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What's Possible 

Parental Involvement Project. 
In Kansas, severely mentally retarded youth and their families are 

involved in life-long planning and implementing individual educa
tion plans (lEPs) based on life-long planning goals. The project will 
extend over a three year period and will involve 15 families. 

The goals of the project are three-fold: (1) to train families and 
educators in the identification of skills that are critical for function
ing in adult environments, (2) to train families and educators to 
form an effective partnership in IEP planning, implementation and 
evaluation and (3) to prepare families to make legal, ethical and ef
fective life-long planning decisions that will improve the student's 
quality of life. 

Families will select places where their child would like to live 
and work as an adult. Site visits will be made to identify the adult 
life skills needed in these homes and programs. Families, educators 
and community resource persons will participate in training for the 
development of future life skills needed by the students. Families 
will also receive training on how to participate more effectively in 
the IEP process. The project will develop a series of seminars to as
sist families in making other life-long planning decisions. Dissemi
nation of the life-long planning seminars will be conducted through 
the Association for Retarded Citizens/USA. 

The Community Classroom. 
The Technological Employment Project is a secondary education, 

vocational training program of the Richmond (California) Unified 
School District that trains 30 severely handicapped students to gain 
vocational skills in high technology fields of employment. The pro
gram uses the "community classroom" model where a special edu
cation teacher works with small groups of students in real work set
tings. In essence, the classroom is the work setting. 

On-the-job training is provided at a number of work sites in the 
Richmond area including American Telephone & Telegraph Com
pany and Chevron Research Company. The jobs include measure
ment of the viscosity of petroleum fluid and conducting "aeration" 
and "foam" tests. Project results after the first year indicated that 
students with a variety of disabilities can learn a number of chal
lenging work tasks that meet industrial as well as educational stan
dards. Mobility and social skills were as important to learn as were 
the specific work tasks. 

Although this project is only in its second year of demonstration 
and research, the community classroom concept appears to be an ef
fective vocational training model for secondary students with serious 
disabilities. The main challenge to implementing this model is to 
sell it to policy makers in local school districts. School personnel 
must also assertively approach the business community to elicit 
their cooperation. 
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"I haven't really thought about my 
son's future in the fast six months. I 
have a new job and I'm bushed 
when I get home. We've never 
spent much time discussing the fu
ture. We didn't think we had op
tions." (Father of 19 year old stu
dent with disabilities) 

"With an autistic kid you just don't 
have time to think about the future. 
One minute things are fine. The 
next minute all hell breaks loose . ... 
You don't live one day at a 
time . ... It's more like one hour at 
a time." (Mother of 10 year old 
student) 

"Every educational plan that was 
ever written for John contained the 
goals of increasing concentration 
skills and decreasing distractability. 
However, since he has been in
volved at Chevron, the problem of 
distractability hasn't even been men
tioned. " (A parent) 

"Shirley used to put up quite a 
struggle before going to school. Ev
ery day seemed dreaded. Now that 
she's been going to the telephone 
company for training, she can 
hardly wait to get there in the 
morning." (A parent) 



Steps Toward the Policy Goal 

1. Children should be taught in the least restrictive 
environment. 
2. Transition planning should occur early in high school 
for students who will need adult services. Transition 
planning should include: 
• An Individual Lifelong Plan (ILP) that sets goals for 

the student after graduation. The IEP should support 
the ILP. 

• Cooperative planning between schools, counties, and 
adult service providers. 

• A school curriculum that is functional and will assist 
students in living and working in the adult world. 





WORKING IN THE COMMUNITY 

Goal: Day Programs (DACs and Sheltered Work
shops) Should Emphasize Community Integration 
and Opportunities for Competitive Employment 

Current Status. Number and Cost. During 1982, 
The range of day programs for 107 DACs and 28 SESs (data from 

developmentally disabled people in 25 SESs presented in this report) 
Minnesota includes the following: provided training, habilitation and 
• Developmental Achievement work services to 7,284 adult cli-

Centers: Prework-oriented pro- ents; 4,003 in DACs and 3,281 in 
grams focused upon social, daily SESs. 
living, recreation skills, and sim- Total revenue for all DAC cli-
ilar activities. ents (children and adults) statewide 

in 1982 was $27,404,614 with 93.6 
• Work Activity Centers: Included percent from government appro-

in the developmental or activi- priations, 4.6 percent from con-
ties program are work activities tributions and 1.8 percent from 
for which consumers/participants families. DAC expenditures for 
receive pay. 1982 totaled $27,203,598 with ex-

• Sheltered Workshops: Work-ori- penditures for personnel, 62.3 per-
ented programs whose primary cent, transportation, 13.1 percent, 
purpose is to secure current em- occupancy, 9.7 percent, and other 
ployment in a sheltered setting program expense, 14.8 percent. In 
and/or future competitive em- 1982, 33 DACs reported operating 
ployment. deficits. 

• Competitive Placement Programs: 
Programs whose only purpose is 
to provide short-term training 
leading to placement in competi
tive employment and short-term 
follow-up after placement. 

Total Number of Responses, 528 

SES revenues totaled $35,746,048 
in 1982 and came from more di
verse sources; government appro
priations, 36 percent, subcontract 
income, 32.9 percent, sales, 19.1 
percent, and other (United Way, 
contributions, grants, etc.), 12 per
cent. These resources were ex
pended for staff and client/sheltered 
worker wages, 65.6 percent, occu
pancy, 9.7 percent, transportation, 
2.4 percent, production supplies, 
13.6 percent, and other program 
expense, 8.8 percent. Operating 
deficits for SESs totaled $400,274. 

In 1982, the DACs reported that 
528 adult clients who were ready 
for placement in work activity 
(349), sheltered work (154), com
petitive employment (21) and other 
(4) could not be placed. Stated rea
sons for non-placement included 
the following: 

Percent 

• Competitive Employment: Part
time or full-time work outside 
the programs listed above. 
Developmental Achievement Cen-

Lack of Available Work Activity, 112 -
ters (DACs) and Sheltered Employ
ment Services (SESs) are the prin
cipal agencies providing work ex-
periences and employment oriented 
activities for Minnesotans with de
velopmental disabilities. During the 
past three years the Developmental 
Disabilities Program has conducted 
several studies of DACs and SESs. 
(Policy Analysis Papers #16 and 
#17) 

Lack of Available Sheltered Work, 47 

Lack of Community Support Services, 30 

Parents or Clients Reluctant/Unwilling to Change, 140 

Clients Characteristics which Prevent Participation 
in WA/SWS Programs, 116 

Clients are Awaiting Evaluation, 
Referral, or Placement, 29 

SOURCE: Developmental Disabilities Program, 
State Planning Agency 

Other, 54 

--
• -
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One indication of the problems 
and issues surrounding DACs and 
SESs are the waiting lists. Of the 
107 DACs, 28 reported a total of 
402 persons (82 children and 320 
adults) on waiting lists. DACs in 
Region 11 (Twin City Metropolitan 
Area) account for 88.8 percent of 
all people on waiting lists. 

The waiting list situation in 
SESs was similar during 1982; 22 
agencies reported waiting lists 
ranging from 1 to 151 persons for 
a total of 870. One agency that did 
not have a waitir.g list stated that 
it was at program capacity and no 
longer accepted applications. The 
breakdown of SES waiting lists in
dicated the following types of ser
vices were sought: 

Work Activity, 425 

Long-Term Sheltered Work, 172 

Work Adjustment Training, 105 

Vocational Evaluation, 99 

Skill Training, 44 

Other, 25 

Total Number, 870 

NOTE: An examination of the waiting lists 
for DACs revealed a duplication of 
126 clients on the work activity 
center lists 

SOURCE: Developmental Disabilities Program, 
State Planning Agency 
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The statewide studies of day 
programs identified the following 
problems. 
• The lack of a stable funding 

base for day programs; 
• Cuts in day program services, 

including reductions in days and 
hours of service and client de
missions due to fiscal con
straints; 

• Wide variations in program 
availability and levels of service 
across the state; 

• Inability to deal with special 
needs clients (severely and pro
foundly retarded, multiply 
handicapped, individuals with 
behavior problems); 

• Procuring sufficient amounts of 
work; and 

• Lack of adequate standards and 
monitoring of programs. 



What's Possible 

Vocational Education Alternatives 
Vocational Education Alternatives (VEA) in Madison, Wisconsin 

has provided vocational services to disabled people outside shel
tered workshops since April 1980. Funded by the United Services 
Board of Dane County, VEA has established a reputation for its 
high job placement and retention rates at relatively low cost. 
Through cooperation with the Madison Public Schools, high school 
graduates with disabilities are provided with transitional vocational 
services leading to additional training and/or job placement. Many 
high school graduates are enrolled in vocational technical schools 
with subsequent job placements. Parents are trained to advocate for 
their sons or daughters. As of January 1983, VEA users were work
ing as messengers, laundry workers, grill cooks, warehouse laborers, 
unit clerks, bank tellers, personal attendants, security guards, wait
resses, cashiers, mechanics and others. 

In 1982, VEA served a total of 265 persons with disabilities. Sev
enty-two clients were placed into competitive employment, with an 
overall retention rate of 69 percent. An additional 67 people were 
enrolled in their last semester of vocational technical school. The 
total 1982 budget for VEA was $192,258; an average cost of $726 
per person. That amount was considerably less than the average 
$3,500 per person for a traditional day program in the Madison 
area. YEA's cost effectiveness is a result of not having any facility 
(rent or purchase) or production costs. In addition, generic voca
tional resources are utilized rather than using traditional categorical 
funds. 

Employment Training Program 
The Employment Training Program of the University of Washing

ton is a collection of training, research and development activities 
designed to enable mentally retarded adults to obtain and keep em
ployment in the private sector. The program trains people to work 
in various food service operations on the University campus and 
has been replicated on three community college campuses in the 
state of Washington. The high turnover rate in food service (up to 
400 percent per year) assures an adequate number of jobs for pro
gram placement. 

After seven years of operation, 128 individuals have completed 
the program. Eighty-five people have entered competitive employ-
ment elsewhere and have earned a total of $962,368 in wages. Sev
enteen people are still in training. Twenty-nine failed to reach crite
ria for competitive employment. Thirty-nine are currently employed. 
The average cost of training was about $7,000 per person with fol
low-up cost totaling from $200 to $300 per year per client. The 
State of Washington has introduced two new funding categories to 
stimulate employment of disabled adults: Specific Job Training (SJT) 
and Employment Support Services (ESS). SJT must take place in 
real-job situations and ESS is designed to follow-up and maintain 
workers in competitive employment. No funds may be used for SJT 
unless funds have also been invested in an ESS program. These 
programs were put into place with the recognition that training 
without placement is futile and placement without employment sup
port services achieves little in the long term. 

"Without job training, a retarded 
person is doomed to a lifetime of 
welfare in a make-work environment. 
With training, retarded individuals 
can work, pay most if not all of 
their own costs, and hold their 
heads high as productive members 
of society. It is unbelievable that job 
training for these people is such a 
low priority for most states." 
(Jim Moss, Director) 
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Virginia Commonwealth University Rehabilitation 
Research and Training Center 

The Virginia Commonwealth University Rehabilitation Research 
and Training Center provides training related to employment of 
mentally retarded individuals. Recent accomplishments have in
cluded the following: 
• Center staff worked with more than 80 local employers and over 

150 severely disabled individuals (with a median IQ of 45) who 
have been trained and placed into competitive employment. Most 
of these individuals had been previously excluded from services 
because of the perception that they were too "hard-to-place." 

• The center staff developed and implemented a "supported work 
model" which provided job training and follow-up by profes
sional staff at the job site. 

• The center has provided long-term tracking and follow-up of 80 
clients who are still currently employed. 

• A recent grant from th€ U.s. Department of Education has been 
obtained that will demonstrate an innovative vocational education 
program for severely physically handicapped (non-retarded) youth, 
ages 13-21 years old. The focus of this program will be on train
ing for vocational skills leading to job placement in high tech 
industries. 



Steps Toward the Policy Goal 

1. Day programs (DACs and sheltered workshops) need a 
revised mission statement that relates to physical and 
social integration and work. 
2. Alternatives to the current day programs should be 
encouraged through experimental programs supported by 
the state. Each new option must be flexible to maximize 
responsiveness to individual needs. 
3. Eliminate any remaining fiscal disincentives at the 
county and individual levels to encourage placement in 
the least restrictive setting. 
4. Minimum orientation and training standards (preser
vice and inservice) should be developed for day service 
staff. 
5. Specialized programs and technical assistance must be 
developed for "hard to serve clients" such as multiply
handicapped, severe behavior problems, dual diagnosis, 
or severely and profoundly retarded people. These spe
cialized services should also emphasize integration and 
work opportunities. 
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LIVING IN THE COMMUNITY 

Goal: An Array of Community Residential 
Alternatives Must be Developed in Addition to 
ICF-MR Facilities and SILS. Each New Option Must 
be Flexible and Responsive to Individual Needs 

Current Status. Foster Care Services: Foster care 
Hubert Humphrey (1977) once services are provided for children 

said, "I love that word commu- who cannot live with their families 
nity." In Minnesota, the existing and for adults who could benefit 
community living arrangements for from a family setting. For child 
developmentally disabled people foster care, licensing standards re-
and the residential services pro- quire special provider training and 
posed in the state's Medical Assis- experience and written individual 
tance waiver application include programs. Foster care costs are 
the following: paid in a number of ways: a) pri-
In-Home Family Support Services: vate pay by clients, b) SSI/MSA 
Includes the provision of services funds, c) general assistance and 
such as homemaking assistance, d) other sources. In 1982, approxi-
respite care, parent training, and mately 200 adults and 600 men-
support groups to families. Sources tally retarded children were re-
of funding include the Minnesota ceiving foster care services in 
Family Subsidy Program, county Minnesota. 
human services boards, and advo- Group Living Services: In Minne-
cacy groups. sota, group homes are usually li-
Semi-Independent Living Services censed as Intermediate Care Facili-
(SILS): The provision of SILS in- ties for the Mentally Retarded (ICF-
volves placement of adults in small MR). Residents are provided with a 
units (2 to 4 people) where they plan of care with active treatment 
are supervised by a licensed and 24-hour supervision. Most 
agency and provided with services Minnesota group homes are li-
based on need, including training censed for 6 to 15 people; 45 are 
in cooking, shopping, hygiene, and larger, of which 6 exceed 100 
using public transportation. The beds. However, 46.6 percent of all 
purpose of SILS is to train for in- ICF-MR residents live in facilities 
dependence or to maintain individ- larger than 16 beds. Costs are paid 
uals in semi-independence. SILS by the federal government (52.2 
room and board are paid from the percent), the state (43.0 percent), 
following sources: Supplemental and the county (4.8 percent). As of 
Security Income (SSI), Minnesota December 30, 1983, 5,113 mentally 
Supplemental Aid (MSA), Social retarded persons were living in 330 
Security, Section 8 (HUD), General licensed group homes in Minne-
Assistance (GA), wages, food sota. 
stamps, and combinations of these. Supported Living Arrangements 
As of December 30, 1983, there These residential settings are part 
were 67 licensed SILS agencies of the proposed array of services to 
with a total capacity of 1,290 per- be funded under the waiver. The 
sons in Minnesota. arrangements, as proposed, would 

involve maintaining up to six 
adults or up to three children in a 
residential setting, using existing 
housing to the greatest extent pos
sible. 

Minnesota was an early leader 
in the development of community
based ICF-MRs, and the number of 
these facilities in the state has con
tinued to grow rapidly. According 
to a recent report by the Legisla
tive Auditor, Minnesota's popula
tion in community-based ICF-MRs 
is, on a per capita basis, higher 
than that of any other state. (Legis
lative Auditor, 1983, p. 12) 

The Legislative Audit report con
cluded that overreliance on the 
ICF -MR model has been very costly 
because of the state's long-term in
vestment in property and buildings. 
The Audit report further noted that 
"alternatives to ICF-MR care, such 
as semi-independent living services 
(SILS) and foster care, lack stable 
funding and are not well-devel
oped" (p. 77). 

Concern over the rising Medical 
Assistance costs for ICF-MR facili
ties contributed to passage of a bill 
during the 1983 Minnesota legisla
tive session which restricted fur
ther growth of the ICF-MR system. 
The law established a cap on the 
number of certified ICF-MR beds in 
the state and restricted further de
velopment to areas of high need 
and for specific populations. 

Proposed federal legislation, the 
Community and Family Living 
Amendment, would shift the fed
eral share of Medicaid funds from 
institutions to community-based 
settings. This proposed legislation, 
which was introduced as S.2053 
on November 4, 1983, would pro
vide federal Medicaid funds for 
residential services with 15 or 
fewer residents. FaCilities for more 
than 15 residents would have fed
eral Medicaid funds phased out 
over a ten year period. Given the 
size distribution of Minnesota's 
ICF-MR facilities, such legislation, 
if passed, would have a substantial 
fiscal impact on the state. 
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What's Possible 

Michigan Alpine Center 
The plan to phase out the northern Michigan Alpine Center was 

announced in June 1980. That mission was accomplished by No
vember 1981, almost two months earlier than planned. It was the 
first time in the United States that a state center for persons with 
mental retardation had managed to move all of its residents out of 
an institution and into community settings. 

Under the new service system, the Alpine Center has been trans
formed into an administrative regional service center that is respon
sible for more than 300 mentally retarded persons in community 
settings and an additional 100 persons in nursing home care. The 
Alpine Center will employ approximately 75 people until the local 
community mental health boards assume responsibility for manage
ment of the decentralized service system. 

The Alpine Center also administers three satellite homes of six 
beds each which provide care for persons requiring intensive behav
ioral or medical services. The satellite homes also provide a setting 
for diagnostic and assessment services as well as on-site training for 
persons who work in community homes. 

A network of residential options was created throughout the 21 
county service area, which included: 
• 28 alternative intermediate service homes (A.I.S.) providing group 

home settings for 6 to 8 persons requiring a very high level of 
structured programs. 

• 46 community homes providing services to people who require a 
moderate degree of training and supervision. These are family fos
ter care homes for no more than three persons. 

• One nursing home providing care for mentally retarded persons 
who are elderly or who have related medical problems requiring 
24-hour care and supervision. 

• A number of day activity centers and sheltered workshops/work 
activity centers were created or expanded to serve the increased 
number of people who had moved out of the Alpine Center. 
It was exactly at 12:05 p.m., November 5, 1981, when the last 

resident left the Alpine Center for a new home in the community. 
At that time, C. Patrick Babcock, Acting Director of the Michigan 
Department of Mental Health, stated: 

"This is a unique, historic occasion. For the first time in the 
nation, a system of community services has been developed 
which is so comprehensive that the institution is no longer 
needed as a residential setting." 
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In introducing S.2053 Sen. Chafee, 
stated: 

The need for an examination of 
the care provided to the severely 
disabled is desperately needed, 
and I strongly believe that this 
bill is an appropriate starting 
place. . .. Not only will this bill 
provide a new way of caring for 
those in our society who have 
disabilities, It will also provide 
protection for those people. 



Steps Toward the Poli 

1. An array of community residential alternatives must 
be developed in addition to ICF -MR facilities and SILS. 
Each new option must be flexible to maximize respon
siveness to individual needs. 
2. Residential services should be defined by intensity of 
staffing (ratios and training levels) allowing changes of 
support in response to client needs and increases in in
dependence. 
3. Eliminate any remaining fiscal disincentives that re
quire counties to pay a greater share of less restrictive 
placements. 
4. Minimum orientation and training standards should be 
developed for residential service staff. 
5. Specialized programs and technical assistance must be 
developed for "hard to serve clients" such as multiply
handicapped, severe behavior problems, dual diagnosis, 
or severely and profoundly retarded people. 
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TECHNOLOGY 

Goal: All Persons With Developmental Disabilities 
Sho.uld Have Access to Applications of Technology 
WhIch Could Improve Their Quality of Life. 

Current Status. 
Modern technology offers major 

potential for improving the quality 
of life for disabled persons. In pro
grams throughout the United 
States, technological devices have 
been developed and adapted to as
sist disabled people, especially se
verely disabled people, in many 
activities. Technology provides dis
abled people with improved means 
of communication, mobility, and 
control over their environment. It 
also provides access to a range of 
educational and vocational oppor
tunities previously closed to dis
abled people. 

Currently, in Minnesota, there 
are several resources which provide 
disabled people with information 
about technology and/or direct ac
cess to technological aids. These 
resources include: 
Courage Center, Golden Valley. 
The Center's programs include a 
Communication Resource Center 
which provides evaluation, recom
mendation of communication sys
tems, system modification when 
necessary, training, and follow-up 
services. Courage Center's Rehabili
tation Engineering Program assesses 
an individual's need for special de
vices, recommends and modifies 
available commercial devices and 
designs new devices when neces
sary. Rehabilitation engineering ser
vices are available in the areas of 
independent living, vocational ac
commodations, and nonverbal com
munications. The Center has also 
established a Pediatric Rehabilita
tion Engineering Clinic with five 
areas of emphasis: functional thera
peutic, mobility, and educational 
aids; activities of daily living adap
tations; and recreational equipment. 

Gillette Children's Hospital, St. 
Paul. Gillette Children's Hospital 
provides clinical services in ortho
tics (braces, standing frames, etc.), 
prosthetics (artificial limbs), and 
adaptive equipment to children and 
young adults with various disabili
ties. The program employs a re
habilitation engineer; seating and 
positioning are special areas of em
phasis. Services are provided to in
dividuals from Minnesota as well 
as from other states. 
Closing the Gap, Henderson. Clos
ing the Gap is a bimonthly publi
cation devoted to use of microcom
puters by persons with disabilities. 
It is an excellent resource on hard
ware and software useful for chil
dren and adults with various dis
abilities. Closing the Gap is edited 
and published by Dolores and 
Budd Hagen, who also conduct 
workshops to train special educa
tion staff and others in the use of 
microcomputers as educational 
tools for disabled children. 
Minnesota Educational Computing 
Consortium (MECC), Roseville. 
MECC provides educational 
computing services and products, 
including in-service training and 
microcomputer courseware, to Min
nesota schools and colleges. MECC 
courseware includes programs spe
cifically created for disabled chil
dren, such as Blissymbols; in addi
tion many other MECC programs 
have been modified for use by vi
sion impaired, hearing impaired, 
and physically handicapped indi
viduals. 

Department of Physical Medicine 
and Rehabilitation, University of 
Minnesota Hospital, Minneapolis. 
The Department provides services, 
including rehabilitation engineering, 
medicine, occupational, physical, 
and speech therapy to individuals 
with various disabilities. In addi
tion to clinical services, the De
partment provides outreach services 
to public schools and developmen
tal achievement centers throughout 
the state. 

In spite of numerous innovative 
programs and resources and exper
tise available in the area, many 
disabled persons still do not have 
access to technology with potential 
for impacting on their quality of life. 
Lack of knowledge and training re
garding new technology on the part 
of profeSSionals and lack of funding 
for devices not considered "medi
cally necessary" by third party pay
ers are the primary reasons for 
this lack of access. 
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What's Possible 

Trace Center, University of Wisconsin 
The Trace Center provides communication systems to persons 

who are non-vocal or whose speech is inadequate for communica
tion. The Center assesses children and adults, recommends commu
nication systems for them, and provides training and follow-up ser
vices. Trace was an early leader in providing disabled people with 
access to microcomputers for many purposes, such as advanced 
communication devices, educational devices, and environmental con
trol and security systems. In addition to conducting research on 
communication problems, developing new aids and fostering the 
commercialization of existing aids, the Center also disseminates cur
rent information in the field via publications and national work
shops. Through cooperative programs with the University of Wiscon
sin hospitals and the county surrounding Madison, Trace provides 
disabled people with direct access to the Center's expertise. 

Artificial Language Laboratory, Michigan State 
University 

The Artificial Language Lab provides communication systems and 
microcomputer access to severely disabled persons. The Laboratory 
has worked with Michigan schools for the past several years to 
bring microcomputer technology to severely disabled students. The 
Lab has developed software packages and special electronic devices, 
and trained professional staff in several school districts. In coopera
tion with the Trace Center, the Artificial Language Laboratory pub
lishes Communication Outlook, a quarterly publication on develop
ments in the field of communication. 

Rehabilitation Engineering Center at Stanford Children's 
Hospital 

The Rehabilitation Engineering Center (REC) at the Children's 
Hospital at Stanford conducts research and development activities 
on technological aids as well as providing clinical services. The 
REC program is quite extensive with service departments in seating, 
mobility, orthotics, prosthetics, communication, control of devices, 
and prevention of tissue trauma due to pressure sores. The REC 
also has a clinical internship program in rehabilitation engineering 
and an information service which collects, organizes, and dissemi
nates information on rehabilitation equipment and adaptive devices 
and aids. 

National Rehabilitation Information Center (NARIC) 
NARIC maintains ABLEDATA, a rehabilitation equipment and 

technical aids data base, and disseminates product information, 
bibliographies and journal abstracts on rehabilitation through a net
work of information specialists and brokers. 

The Maryland Rehabilitation Center 
The Maryland Rehabilitation Center works with adults who are 

multiply and severely disabled, providing devices to access micro
computers (such as switches operated by a person's hand, foot, or 
head movement), evaluation, remedial training, and help with job 
placement. Many of the individuals with whom the Center now 
works would have been "untrainable" in the past, because of inade
quate communication abilities. 
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"Currently, only a fraction of dis
abled Americans are able to benefit 
from existing technologies that 
would improve the quality of their 
lives. A national commitment is 
needed to assure that all disabled 
Americans regardless of the nature 
of their disabilities or their financial 
status, can secure and utilize any 
proven technologies that will enable 
them to lead more productive, func
tional, and satisfying lives." 
(LaRocca and Turem, 1978) 



Computers to Help People, Inc. 
Computers to Help People, Inc. is a small business which does 

accounting, billing, data entry, consulting, software development, 
and offers courses and one-to-one tutoring to disabled persons on 
buying and using microcomputers. The founder of the company is a 
computer programmer with twelve years experience. He is also deaf 
and blind. His coworker is a programmer who has limited speech 
due to cerebral palsy. Special hardware and software adaptations to 
their standard computers enable them to communicate with each 
other and run their business. Recent funding from the city of Madi
son and from Access to Independence (a nonprofit organization also 
in Madison that helps the disabled live independently) will allow 
them to hire two part-time employees, putting into action their 
motto, "We employ the unemployable." 

Bioengineering Program, Association for Retarded 
Citizens (ARC) of the United States 

The purpose of the ARC Bioengineering Program is to improve 
the quality of life for mentally retarded persons, especially severe
ly/profoundly retarded persons, through technology. Program activi
ties consist of adapting currently available assistive devices for use 
by retarded persons, developing new assistive devices when needed, 
and consolidating information on the use of technological aids into 
a technology resource library. 

Biomedical Engineering Center, Tufts-New England 
Medical Center 

In addition to developing communication devices for non-vocal 
severely disabled persons, Center staff have developed a series of 
short courses on rehabilitation engineering topics to provide clini
cians in the field with an opportunity to gain technical skills. 
Topics covered have included design, microcomputers and robotics. 
Under a contract with the Massachusetts Department of Public 
Health, the Center director also provides rehabilitation engineering 
services in mobility, communication and computer access to chil
dren in the Massachusetts Hospital School. 

Committee on Personal Computers and the Handi
capped (COPH-2) 

COPH-2 is a consumer based organization which provides mem
bers with technical assistance, personal computer loans, use of a re
source library, and networking opportunities. The organization also 
designs and produces keyguards to prevent inadvertent striking of 
keys, publishes a quarterly newsletter, and conducts public educa
tion meetings. 

"In a world where human beings 
and the machines they command 
have the power to control the qual
ity of life, handicapping conditions 
can only be the result of a failure 
to properly apply technology or the 
neglect of its development." 
(Rahimi, 1981) 
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Steps Toward the Policy Goal 

1. A state policy agenda for use of technology by dis
abled people in Minnesota should be developed and im
plemented. 
2. Awareness of technological advancements should be 
increased among disabled persons and their families, 
professionals, policymakers, and the general public. 
3. Professionals from a range of disciplines should re
ceive up-to-date training on the uses of technology for 
disabled persons. 
4. Disabled individuals who need technological aids 
should have access to adequate assessment, prescription, 
and follow-up services within a reasonable distance from 
their homes. 
5. Funding mechanisms should be changed to cover the 
purchase and maintenance of technological aids as well 
as the support services necessary to fully utilize the 
aids. 
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IN CLOSING 

Minnesota has moved ahead with prevention and ap
propriate services for persons with developmental dis
abilities, but more needs to be done. Increased efforts for 
prevention and early intervention to reduce the effects of 
disabling conditions need to be first-level priorities. Ex
isting and new services should be of high quality, re
sponsive to unique individual needs and strive to inte
grate persons with disabilities into the mainstream of 
their communities. Our achievements and our aspirations 
for the future need to be combined in a state policy 
agenda that increases both equity and access to service 
through community-based delivery systems. Continued 
progress means redirecting the focus from facilities to 
clients. Guided by a policy agenda we can move toward 
futures of quality for all Minnesotans. 
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INNOVATIVE SERVICES 

Alpine Center 
Northeast Michigan Community Mental 
Health Services 
Residential Services Division 
Route 1, Box 2 
Hillman, Michigan 49746 

Artificial Language Laboratory 
Computer Science Department 
Michigan State University 
East Lansing, Michigan 48824 

Bioengineering Program 
Association for Retarded Citizens of the 
U.S.A. 
2501 Avenue J 
Arlington, Texas 76011 

Biomedical Engineering Center 
Tufts-New England Medical Center 
171 Harrison Avenue 
Box 1014 
Boston, Massachusetts 02111 

Committee on Personal Computers and 
the Handicapped (COPH-2) 
2030 Irving Park Road 
Chicago, Illinois 60618 

The Community Classroom 
Special Education Department 
San Francisco State University 
1600 Holloway Avenue 
San Francisco, California 94132 

Computers to Help People, Inc. 
1221 West Johnson Street 
Madison, Wisconsin 53715 

Employment Training Program 
Child Development and Mental 
Retardation Center 
University of Washington 
Seattle, Washington 98195 

Follow-up Intervention for Normal 
Development 
Inland Counties Regional Center 
814 North Arrowhead Avenue 
San Bernardino, California 92401 

Maryland Rehabilitation Center 
2301 Argonne Drive 
Baltimore, Maryland 21218 

National Rehabilitation Information 
Center 
4407 Eighth Street N.E. 
The Catholic University of America 
Washington, D.C. 20017 

Parent Training Network 
Teaching Research Division 
Oregon State System of Higher 
Education 
Monmouth, Oregon 97361 

Parental Involvement Project 
University of Kansas 
223 Haworth 
Lawrence, Kansas 66045 

Rehabilitation Engineering Center 
Children's Hospital at Stanford 
520 Willow Road 
Palo Alto, California 94304 

Rehabilitation Research and Training 
Center 
School of Education 
Virginia Commonwealth University 
Richmond, Virginia 23284 

Trace Research and Development 
Center 
314 Waisman Center 
1500 Highland Avenue 
Madison, Wisconsin 53706 

Vocational Education Alternatives 
14 W. Mifflin Street, Suite 316 
Madison, Wisconsin 53703 
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