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Introductory coments are provided.

Locating small residences throughout each state
allows many, many nore mentally retarded people
to maintain close contact with their famlies
than does the use of large facilities.

Vel | -trained, competent, enthusiastic staff menbers
are readily available to small comunity residences.

All mentally retarded people can live in small,
community residences -- any needed services which
are provided within the four walls of a large
institution can be equally well provided within
the four walls of a small community residence.

Using small community residences allows mentally
retarded people to receive the special help, support
and quality assurance which neighbors provide

to neighbors.

Large, congregate institutions are unacceptable

for governmental support as residences for mentally
retarded people since other people -- those with
choices -- do not ever choose to live in such
settings



I would like to introduce nyself to you.

My name is Bette Rosse. ['m what many of you in
t oday' s audi ence call "a parent", which means not
only that |I have a child but that | have a

mentally retarded child.

My only son, Scott, is now a young man. He is
severely retarded, and he is also autistic, a
second handi capping condition which means that in
addition to all of the |limtations of nenta
retardation, he also has profound communication

i mpai rments and he has severe behavioral problens
-- aggression and self-injurious behavior. In
order to lead his life fully, and to develop to
his full potential, and to enjoy life, he has
needed and, since there exists no cure for his
condition, shall probably always need a |ot of
speci alized services.

Six years ago we were contacted four famlies who
had adult sons ol der than our Scott, and whose
sons lived in state institutions. Al four

fam lies were desperate, because their sons were
deteriorating badly and at |east one was in

i mmedi ate danger of death through failure to
thrive. Certainly none were show ng evidence of

enjoynment of life in those large, isolated |iving
environments, and the famlies were eager -- maybe
desperate is a better word -- to find another

living situation for their sons.

Using all of our professional expertise, and all
of our concern as parents, we began to design a
Community residence and a program which would neet
the needs of all of these desperately disabled
peopl e, that would provide themw th care and
supervision, but also with increased famly
contact, conmmunity involvenent, and the chance
they needed to grow and devel op and acquire new
skills and enjoy life.

Now both pride and satisfaction overwhelmme as |
tell you that after a lot of hard work, my husband
and | and other menbers of our non-profit
corporation opened a new community group hone
named Shingle Creek Option. Our son and ot her
sons and daughters went to live at Shingle Creek

Opti on.

As we designed Shingle Creek Option, we knew we
wanted it in the community, near all of the

fam lies whose sons and daughters were to live

t here. W wanted to be able to visit our sons and



daughters easily and frequently, and to keep them
a part of our lives and to keep us in their lives,
just the way things work out with our other sons
and daughters.

I must digress here to point out that my son, and
others like him may have lots and lots of problens
and they may lack a lot of skills, but they are
still wonderful people, and precious sons and
daught ers. It does describe nmy Scott to say that
he is severely retarded, and that he can exhibit
certain aggressive behaviors, and that his self-

i njurious behavior is a real problem but it also
describes himto say that he's a good-I| ooking
young man who enjoys nmusic and draw ng and

bi cycling and cooking, and he's beginning to enjoy
swi M ng.

Al'l of us who worked on Shingle Creek Option knew
that our potential residents had substantial needs
for very specialized service. We were told by
both our County and State personnel that such
severely disabl ed people had not previously been
nmoved out of state institutions and into the
community. But we believed that our sons and
daughters could be served well in the comunity.
We saw institutions as four walls within which
services are provided, and we felt these essenti al
services could be provided within the four walls
of a state institution or, at |east equally well,
within the four walls of a small, Community

resi dence.

Fortunately, for the well being of the mentally
retarded people we have the privilege of serving
at Shingle Creek Option, we were indeed correct
that all essential services can be provided in
smal | settings.

We further believed that we could hire conpetent
people to care for our sons and daughters and
others at Shingle Creek Option, in the community.

And we have been able to provide a sensitive,
totally conpetent service, fulfilling a dream that
some still say is inpossible! The at nosphere is
cozy, honmey, and gentle, and the quality of
interaction between staff and resident is
extraordinary, and all needed services are
provided conpetently. Qur residents -- each and
every one are devel oping new skills which
permt them to both participate constructively and
to enjoy life. They are each continuing to grow
-- as we knew they could -- if given just half a
chance.



Those services which we have associated with the
four walls of an institution can be noved to the
four walls of a small Community residence, where
each mentally retarded person can additionally

live near famly and in a small normalized
setting.

My Scott's Shingle Creek Option is small, and in
the Community, conpetently staffed, and |ocated so
that famly involvenment is encouraged. But nore

than that happens in the Community.

I'd like to focus for a moment on quality of
service and freedom of the residents from negl ect
and abuse -- the critical issues in any service to
the severely disabl ed anong us.

A first advantage of a Community residence for
quality and safety is that all residents are

required to attend day programs which are away
fromtheir residential service, and under the

direction of another agency. For sone, including
my son, the bus service back and forth is even
provided by a third agency. For our severely

di sabl ed, non-verbal sons and daughters and
friends and clients, this involvenment of several
agenci es provides a good, daily check on the
quality of care that each place is providing.
Tragically, neglect and abuse can occur to the
vul ner abl e anywhere, but with several agencies
involved, it is far nore likely to be detected and
reported and corrected in the nulti-agency system
which exists only in the Community.

A second form of protection for these severely
di sabl ed individuals also exists only in our

community residences -- that of independent
i censing. In M nnesota, the Department of Human
Services both |licenses and operates the State

institutions, but Community residences are
operated privately and licensed by the State.
Separating the responsibilities for operating and
i censing obviously strengthens the checks that
are available to ensure quality and safety.

A third form of protection in our Community is
that many smaller residences can be closer to

famlies and can involve famlies, so that the
quality and safety of care are more frequently
moni t ored by those who care nost.

But let ne tell you about a fourth form of quality
and safety protection you may not have thought
about before, and that | only |earned about




t hrough Shingle Creek Option:

Smal |l Community residences are not isolated --
they are a part of their comrunities and

nei ghbor hoods. In just the two years Shingle
Creek Option has been in operation, the Manager of
the nearby convenience store stopped over to give
us a donation collected by his enployees for the
use of our residents -- the enpl oyees had noticed
our folks when they, acconpanied by staff nenbers,
purchased itenms at this nearby store, and they
wanted to do something to help out. Anot her ti me,
the director of the city parks stopped by -- his
staff had noticed that our adult residents and
staff frequented a nearby park, and he wanted to
know what equi pmrent he might add to increase the
enjoyment of the folks who live at Shingle Creek

Opti on. And the elderly residents at a nearby
town house conplex wwote to offer their services
as vol unt eer s. Of course, all of these kindnesses
were greatly appreciated. But it goes beyond help

and appreciation. These peopl e, our neighbors,
cared enough to notice our residents, and to find
out where they were from and to think about how
they could help, and to then provide the help --
then obviously these people, our neighbors, would
al so care enough so that if our residents were not
properly cared for, they would figure out who to

report that to. Being a part of a Community,
being a nei ghbor and having nei ghbors means that
there will be a check on quality and safety that

is sincere and conti nuous and ongoing. To restate
the fourth Community protection for quality and

safety --1 learned that the comunity, where small
resi dences are nei ghbors and have nei ghbors, has a
strength that will provide real protection to

mentally retarded people now and in the future,
the strength of many, nmany people watching and
caring and doing, the strength which cones from
being a nei ghbor and having neighbors, which |arge
isolated institutions have never devel oped because
their size isolates them

The Hearing Announcement asked that testinony
address the question "how can we provide the best
care in the best way?"

| offer the answer that care can be provided in
the four walls of an institution or a small
Community residence, but the issues of the quality
and safety of that care demand small Community
resi dences.




I have one final point that | offer for your
consi deration:

There remains no question that all mentally
retarded people can be served in small Community
residences -- we know it can be done. We know
that the critical issues of quality of care and
freedom from negl ect and abuse can be better
addressed in the comunity, with State |icensing
separate from operation.

But there is a final issue of norality which nust
be stated.

Large institutions, either State or those in the

community are not |ike our small Community group
homes, and they are not like the homes you and |
-- any of us here --live in.

I can be sure that you and I -- all of us here --
undoubtably live in very different ways, in very
di fferent honmes. We have single famly hones,
large and small; and live in apartnments; we live

in |ake homes; we live in town houses; we live in
condom ni uns.

W live in many styles. What we do not live in --
those of us who have choices -- are Tlarge,
congregate settings.

There are only two times in our lives that those
of us with choices live in large, congregate
settings -- in our college years, a tinm when nost
of us left dormtory living as quickly as
possi bl e; and the other tinme we -- those of us
with choices -- lived in large congregate settings

was in the Arnmy, and then only briefly, because
even the Arny knew that people who have other

choi ces would not stay long in a system which used
| arge, congregate housing.

Al t hough all of us here live in many ways, in many
styles of housing, not one of us here beyond bri ef
coll ege and Arny days ever chooses to live in

| arge, congregate housing.

Why don't we ever choose |arge, congregate

housi ng? Remenbering ny dormtory, | found it
dehumani zing to have so few choices; | was
bot hered by the lack of privacy; | felt an

isolation from the neighbors around the buil ding.

It beconmes a noral issue -- a matter of sinple
human and civil rights.



We, who are the able majority, cannot choose a

style of living for the vulnerable mnority of
mentally retarded people that none of us ever
chooses for him or her self. I cannot say that a

life style that's not good enough for nme is good
enough for ny son.

As a matter of norality, of fairness, of human and
civil rights, we cannot choose by our funding

| arge, congregate living arrangenents for the
vul ner abl e anong us.

S. 2053 would make a positive difference in the
lives of mentally retarded people!!!



